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Abstract
In the UK, the majority of patients who donate organs for the purpose of 
transplantation are referred from Intensive Care Units (ICUs). A retrospective audit of 
deaths undertaken in ten Emergency Departments (EDs) in 2004-2005 (Aubrey, et al 
2008) identified a significant missed potential of solid organ donors from EDs. Many 
Health Care Professionals (HCPs) said the main reason for not approaching 
suddenly bereaved families in the EDs was their lack of confidence in undertaking 
the approach, because they felt it was ‘too soon’ after bad news had been delivered 
to the family informing them about the inevitability of their relatives’ death.
In order to address this assumption that it was ‘too soon to ask’, in-depth qualitative 
research was undertaken with donor family members. Fifty ED donor families were 
invited to participate in the study, from which 20 families agreed, comprising 28 
participants (more than one family member participated in some interviews). 
Bereaved donor family interviews took place from 2008-2011 across four regions 
within the UK. Interviews were face-to-face and audio-taped. NHS Ethical Approval 
was obtained. Data from the 20 interviews were analysed using grounded theory 
(Strauss and Corbin, 1990).
Key findings indicate that the experiences for donor families in EDs are significantly 
different from those of families in ICUs in relation to the organ donation trajectory of 
time, the relationship between the bereaved family and HCP and physical space.
The most significant contrasting finding from this study is that it does not matter who 
makes the initial approach to request organ donation, but when it is done and how it 
is done are the critically important issues. This study has found that ED doctors are in 
a unique position in that the doctor caring for the patient (potential donor) and the 
bereaved family is best placed to make the Initial approach. The Donor Transplant 
Coordinator plays a crucial later ro\e in stage two of the consent approach process, in 
supporting the family through the organisational aspects of donation, the formal 
consent process, and beyond donation.
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Operational Definitions and Acronyms^
Audit of Deaths within this study is an examination of the records of deaths to 
determine the potential for organ donation undertaken in the Accident and 
Emergency.
Bereaved Donor Family In this research study, the words, family, relatives, and 
loved one are interchangeable.
Deceased Organ Donor A person who after death donates organs for the purpose 
of transplantation. Solid organs that can be donated are heart, lungs, liver, kidney, 
pancreas, and bowel. Tissues that can be donated are face, hand, and bone, and 
skin, heart for heart valves, eyes, and tendons.
Donor Card is a card in which individuals can record which organ they would like to 
donate after death for the purpose of transplantation.
Donation after Brain Death (DBD) Organ Donation after Brain death (DBD) occurs 
following a patient being certified brain dead using neurological criteria as laid down 
in the Code of Practice for Diagnosis and Confirmation of death (Academy of Royal 
Medical Colleges, 2008).
Donation after Circulatory Donation (DCD) Donation after Circulatory Death (DCD) 
is organ donation that takes place following the diagnosis of death by cardio­
respiratory criteria, as laid down in the Code of Practice for Diagnosis and 
Confirmation of death (Academy of Royal Medical Colleges, 2008).
Donor Transplant Coordinator (DTC) DTC will be used to apply to either Donor 
Transplant Coordinator or Specialist Nurse-Organ Donation (SN-OD) or Specialist 
Practitioner with the relevant knowledge, skills and training in organ donation, 
working within NHSBT Organ Donation Services Teams (ODST). (During the course 
of this study the DTC name was changed in the UK to SN-OD however for the 
purpose of this thesis I continued to refer to the SN-OD as the DTC)
Emergency Department (ED) A department of the donating hospital that receives all 
emergency admissions ED also sometimes referred to as Accident and Emergency 
(A&E).
Health Care Professional (HCP) (HCPs)
Either a nursing or medical professional responsible for the care of the patient. Also 
refers to other disciplines such as pharmacists and dieticians. Can also be referred to 
as Specialist Practitioner.
Intensive Care Unit (ICU) A department of the donating hospital that cares for the 
critically ill patient.
Medical Practitioner Medically trained HCPs responsible for the patient’s care.
 ^ The operational definitions and acronyms listed are within the context of my study and may 
have a different meaning in a number of various contexts.
XII
NHS Organ Donor Register (ODR) NHS Organ Donor Register is a confidential, 
computerised database recording the legal wishes of people who have decided that, 
after their death, they want to donate their organs for the benefit of others.
Organ Donation and Transplantation Directorate (ODT)
The Organ Donation and Transplantation (ODT) directorate is one of the three arms 
of NHS Blood and Transplant (NHSBT) providing support to transplantation services 
across the UK. Everything ODT does has an impact on the quality of service 
delivered to individual patients.
Participants within this study are donor family members who were approached for 
organ donation consent in the Emergency Department and took part in the research 
study.
Prolonged Time to Asystole (PTA) Prolonged time to asystole -  patient does not 
die within the required time frame to donate organs that are medically suitable for 
transplant purposes in the case of DCD donors.
SN-OD (Specialist Nurse -  Organ Donation) Specialist Nurse or Specialist 
Practitioner with the relevant knowledge, skills and training in organ donation, 
working within NHSBT Organ Donation Services Teams.
Regional Manager (RM) Line manager of the Team Manager.
Team Manager (TM) Line manager of the DTC.
Organ Donation Services Team (ODST) Teams of DTCs who provide organ 
donation services to a defined geographical region of the United Kingdom.
Withdrawal of Life sustaining Treatment (WLST) The process of withdrawing 
active medical treatment from a patient in their best interest that will lead to a 
peaceful and dignified death.
Chapter 1
Introduction to the Study and Background to Organ Donation in the UK
“He (the doctor) told us in one breath there is nothing we can do for 
him, and in the next minute he said ‘would you consider donating his 
organs?’ Well we just all looked at one another. Total shock, six foot 
three, size 13 shoes, beautiful handsome boy, my baby...and the 
next minute he’s asked for his organs.”
Zana (participant in the study) Mother to Zak
1.0 Introduction
This PhD study explores the bereavement experiences and perspectives of 
20 organ donor families who agreed to consider donating their dying relative’s 
organs for the purpose of transplantation very soon after their relative had 
been admitted to the Emergency Department (ED).
The aim of this chapter is to provide an overview of the whole thesis and the 
background to the research. I will briefly address my own professional 
background and explain how my professional experience directed me to 
undertake this PhD research. In order for the reader to have a clearer 
understanding of the study, background information about organ donation in 
the UK will be presented. I will briefly discuss NHS Blood and Transplant 
(NHSBT), whose remit is to manage organ donation and transplantation in the 
UK, and will present an overview of organ donor activity as reported by 
NHSBT and the strategies the UK Government has implemented to address 
the critical shortage of donor organs available for transplant. I will discuss the 
role and duties of the Donor Transplant Coordinators (DTCs), who are the key 
Health Care Professionals (HCPs) in this research study. I will also discuss a 
brief history of organ donation and transplantation and define the two types of 
organ donation that can take place. Donation following diagnosis of Brain 
Death (DBD) and Donation following Circulatory Death (DCD).
1.1 Background to the PhD study
Organ transplant operations are reliant on those individuals and their families 
who agree to donate organs for the purpose of transplantation following their 
death. There is a critical shortage of cadaveric organs available for life saving 
and life enhancing transplants in the UK. The primary barriers to organ 
donation are family refusal to consent for organ donation and the non­
identification of potential donors by HCPs (Gore et al, 1991; Pearson et al, 
1995; Siminoff et al, 1995; De Jong et al, 1998; Rocheleau, 2001; Shafer et 
al, 2004; Aubrey et al, 2008; Hyde and White, 2009; Murphy et al, 2012). The 
majority of patients identified as potential organ donors in the UK are referred 
from the Intensive Care Unit (ICU) and not the ED.
The quantitative element of this PhD study was built on the findings of a 
retrospective audit of deaths I undertook in 10 Emergency Departments (ED) 
in 2004-2005 (Aubrey et al, 2008) (discussed in Chapter 2). The audit was 
undertaken as part of my then role as a DTC working in the North Thames 
Organ Donation Services team, now known as the London Organ Donation 
Services Team. This audit of deaths was stimulated by informal anecdotal 
accounts from HCP colleagues working in the ED who suggested that there 
was a potential pool of organ donors in ED that was not being realised. One of 
the main reasons cited by HCPs working in the ED for not approaching 
bereaved families in the ED was their lack of confidence in initiating the donor 
conversation. They felt it was ‘too soon' after bad news had been delivered to 
the family informing them about the inevitability of their relative’s death. This 
was considered a major concern; since in one situation patients were dying in 
the ED and family members were being denied the opportunity to donate their 
relative’s organs, whilst at the same time in the UK, patients were dying while 
waiting for transplant operations. This audit provided the solid and first phase 
of my PhD study.
1.1.1 Researcher’s background
I have practised as a nurse for the past 28 years. After qualifying, I 
specialised in critical care nursing and for the past 17 years have worked 
within the field of organ donation and transplantation. When I started the
quantitative element of this PhD study I was a DTC working in the London 
region. The main remit of the role of DTC is to raise awareness of the need 
for organs for transplant and to facilitate the donation of organs and tissues 
for transplant (discussed in section 1.5). An important part of the process is to 
take care of the bereaved donor family.
Between 2007-2010,1 managed and led a team of 29 highly specialised DTCs 
in the London area. Currently I am a Regional Manager for NHS Blood and 
Transplant and I am responsible for the leadership and management of the 
Organ Donation Services Teams in the North West and the East of England. I 
have a strong interest in Health Care Ethics, and in January 2010 was 
appointed by the Academy of The Medical Royal Colleges as a member for 
the National Organ Donation UK Ethics Committee (UK DEC).
1.2 Brief history of organ donation and transplantation
“Organ transplantation is truly one of the miracles of modern
medicine”
(Truog, 2008:1)
A brief history of organ donation and transplantation and the progress from 
the first solid organ donation and transplantation are discussed in this section.
Organ transplantation is an accepted and successful life saving and life 
enhancing treatment for patients who are diagnosed with end-stage organ 
failure. DeSpelder and Strickland (2005) state “of all the innovative medical 
techniques for saving lives of patients who were once considered hopelessly 
ill, perhaps the most dramatic is organ transplantation” (2005:166). Despite 
popular belief organ and tissue transplantation does not belong to the modern 
era; surgical records from 600 BC inform us that tissue from donors was used 
for plastic surgery (Hamilton, 2012). Transplantation into humans first 
appeared in a religious context when Jesus Christ replaced the ear of a 
servant of a high priest cut off by St Peter (Kuss and Bourget, 1992:10: 
Hamilton, 2012:4). The history of transplantation is “rooted in the era of 
bodysnatching” the most famous ‘body snatchers' were Burke and Hare 
(Richardson, 2006:163). It was hoped that the introduction of the Anatomy Act
1832 would encourage public trust and promote bodily donation for science 
and medical research. However, it was not until after the Second World War 
that there was an increase in public willingness to help other people by 
donating bodies for dissection, blood for transfusion and organs for transplant. 
(Richardson 2006:162).
The first human kidney (renal) transplant operation was performed over 70 
years ago by Dr Yu Vorony in 1936 (Watson and Dark, 2012). This failed, but 
was followed by others with greater success. The first successful living related 
kidney transplant took place in 1954 between identical twin brothers in 
Brigham Hospital, Boston (Kuss and Bourget, 1992:44). Public awareness 
and interest in transplantation increased when the first human heart transplant 
was performed by Dr Barnard in South Africa in 1967 (Barnard, 1968). 
Despite disappointing results this was the basis for the successful heart 
transplant programme across the world today. In the UK, the first heart 
transplant was carried out in 1968 by Dr Donald Ross (Ross, 1968) in a 
London Hospital, while the first UK clinical heart and lung transplant was 
carried out in 1983 by Professor Sir Magdi Yacoub (BBC News 6th 
December; 1983). Liver transplantation was pioneered in the USA by Mr 
Starzl (Starzl et al, 1964) and was first carried out in the UK by Professor Roy 
Caine in Cambridge in 1968 (Caine et al, 1968). Corneal grafting was 
pioneered in the UK in the 1930s by Tudor Thomas (Hamilton, 1984).
The success of organ transplantation “owes its development to advances in 
surgery and immunosuppressive treatment” (Machado et al, 2007:197) 
Watson and Dark (2012) stated that organ transplantation is a story of 
remarkable achievement and is an ongoing challenge but 
immunosuppressants need to be improved to further extend the life of grafts 
(organ transplants). Their paper goes on to say that the “main factor limiting 
the success of transplantation continues to be the shortage of suitable organs 
for transplant” (Watson and Dark 2012:40).
Organ transplantation is often said to be a victim of its own success in that the 
ever-increasing demand for transplants means that the demand for cadaveric 
organs also needs to increase. Organ transplantation is totally dependent on
people’s willingness to donate their organs to others who are in need (Banner, 
2006:133) and relatives of potential donors “remain the critical link in 
maintaining organ supply” (Sque et al, 2007:134).
1.3 NHS Blood and Transplant: Organ and tissue donation 
management
Section 1.3 introduces NHS Blood and Transplant whose remit is to improve 
organ and tissue donation in the UK. NHS Blood and Transplant (NHSBT 
2012a) is a Specialist Health Authority responsible for saving and improving 
lives through organ and tissue transplantation and blood donation. Their work 
is vitally important to the National Health Service (NHS). They collect 7000 
blood donations every day in order to provide a constant supply of blood to 
hospitals. Alongside this they also manage the Organ Donor Register (ODR) 
and British Bone Marrow Registry. Each year, NHSBT enables 6000 people’s 
lives to be saved or dramatically improved by an organ or cornea transplant. 
They retrieve and store other tissue, like skin and bone, which are always 
ready for use in life-saving and life-improving situations and also manufacture 
and provide plasma products such as clotting agents. For the purpose of this 
study I will only refer to NHSBTs responsibility within the Organ Donation and 
Transplantation Directorate (ODT).
1.3.1 Organ donation activity in the UK
Despite many initiatives to increase the number of cadaveric organs for 
transplant there remains a critical shortage of donor organs available for 
transplant in the UK, and the number of patients that are on the transplant 
waiting list has far outgrown the number of organs that are available for 
transplantation (see Figure 1.1). It is a common misconception that everyone 
who dies can donate solid organs for the purpose of transplantation. In reality, 
about 500,000 people die each year in the UK (Department of Health, 2010) 
but fewer than 3000 people die in circumstances where they would be able to 
donate organs (NHSBT 2012b). At the end of March 2011, NHS Blood and 
Transplant reported that 7800 patients were awaiting transplants in the UK. A 
further 2783 patients were ‘suspended’ from the transplant waiting list for 
various reasons, making a total of 10,583 patients requiring life-saving or life-
enhancing transplants (NHSBT 2012b). The number of deceased donors and 
transplants has increased in the UK over the last five years (see Figure 1.1), 
but there still remains a disparity between supply and demand. Between 
2009/10 and 2010/11 there was a slight decrease in the transplant waiting list 
numbers by 197 patients, NHSBT (2012b) have indicated that whilst this 
decrease is positive and encouraging, the data is unlikely to be a true 
reflection of the number of patients needing life saving transplants, because if 
more organs were available for transplant then more patients would be placed 
on the transplant waiting list.
NHSBT report that only 29% of the population have joined the Organ Donor 
Register and 1000 patients die each year whilst waiting for an organ 
transplant, which equates to three people dying each day (NHSBT, 2012c). 
Organ donor rates in the UK need to increase further to enable more patients 
to benefit from life-saving or life-enhancing transplants. Sally Johnson, 
Director of Organ Donation and Transplantation, said:
“with more than 10,000 people in need of a transplant and three 
people dying every day while waiting for an organ, NHSBT is urging 
more people to join the Organ Donor Register and make their family 
and friends aware of their wishes”.
(NHSBT, 2012c)
The data discussed in this section informs us that the shortage of organs 
available is ‘critical’ in that patients are dying prematurely every day whilst 
waiting for an organ transplant.
Figure 1.1 Number of Deceased Donors, Transplants and Transplant 
Waiting List from 2002-03 to 2011/12
Source www.organdonation.nhs.uk accessed 12th June 2012
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1.4 Who can donate organs?
Potential organ donors are patients who usually die as a result of unexpected 
and premature death; however not everyone who dies can donate organs. For 
a patient’s organs to be medically suitable for organ transplantation, medical 
criteria must be followed. Clinicians working in critical care units are asked to 
refer any patients for consideration as potential donors if they fulfil the criteria 
for organ donation shown in Box 1.1.
Box 1.1 Criteria for organ donation
• The patient is ventilated and intubated
• Patient is brain stem dead or death is inevitable.
• Consent as Governed Human Tissue Act 2004
• Her Majesty’s Coroner approval (if applicable)
Absolute Contraindications to organ donation
• Melanoma (other than locally and completely excised cancers)
• Choriocarcinoma
• Active haematological malignancy (myeloma, lymphoma, leukaemia)
• Definite, probable or possible case of human TSE, including CJD and vCJD 
(mad cow disease), individuals whose blood relatives have had familial CJD, 
other neurodegenerative diseases associated with infectious agents
• TB: active and untreated
• HiV disease (but not HIV infection)
Source: NHSBT (2012d) National standards for organ retrieval,
from deceased donors. Version 2.5.
The number of organs available for transplant purposes is primarily 
dependent on deceased donation; Living Organ Donation is a secondary 
source (this thesis will focus only on deceased organ donation and not on 
living organ donation). Although the state of death is the same in all cases, 
death can be diagnosed in two ways, the irreversible cessation of brain stem 
function as in brain stem death, and death following cessation of 
cardiorespiratory function as in circulatory death. Death is regarded as the 
irreversible loss of the capacity to breathe, both of which are a function of the 
brain stem. There are two different types of deceased organ donation,
1. Donation following diagnosis of brain death (DBD)
2. Donation following circulatory death (DCD)
The DTC will receive a potential donor referral and, following an investigation, 
will rule out the patient as a potential donor if they are found to have any 
absolute medical contraindication as listed in Box 1.1. The final decision to 
transplant an organ is the absolute responsibility of the transplant surgeon.
1.4.1 Donation foiiowing Brain Death
Organ Donation after Brain death (DBD) occurs following a patient being 
certified brain dead using neurological criteria. Brain death was first described
in detail by two French neurologists, Molar and Golan in 1959; they described 
brain death, or coma dépassé as a state beyond coma (Pallis and Harley, 
1996:8). Guidelines on diagnosing brain stem death were first formulated by 
the Conference of the Royal Medical Colleges and their UK Faculties in 1976, 
and were revised in 1981, 1983, 1988 and 2008 (Academy of Royal Medical 
Colleges, 2008). It is agreed that the absence of brain stem function 
constitutes brain stem death, which can be accepted to reflect the concept of 
brain death and, which can in turn be equated to clinical death. Once this 
conclusion is reached it is accepted medical practice to cease artificial life 
support.
“Brain Stem Death is the irreversible cessation of brain stem function 
whether induced by intra cranial events or the result of extra cranial 
phenomena, such as hypoxia, will produce this clinical state and 
therefore brain stem death equates with the death of an individual”
(Academy of Royal Medical Colleges. 2008:8)
Brain stem death is diagnosed in three stages and preconditions must be met 
as laid down by the Code of Practice for the diagnosis and confirmation of 
death (Academy of Royal Medical Colleges, 2008). Diagnosis of brain stem 
testing is carried out at the bedside following the performance of stringent 
medical tests and must be undertaken by;
“two medical practitioners who have been registered for five years 
and are competent in the interpretation of brain-stem testing. A total 
of two sets must be performed. Dr A performs the test while Dr B 
observes. This would constitute the second first set. Roles may be 
reversed for the second set”.
(Academy of Medical Royal Colleges, 2008:190)
Although death is not confirmed until the second set of tests the legal time of 
death is the completion of the first set.
Once brain stem death is diagnosed the DTC will start to facilitate the organ 
donation process, detailed in Appendix 2. Organs that can be donated from 
DBD donors are heart, lungs, liver, kidney, pancreas and bowel; hands and 
facial tissue can also be donated. (British Transplantation Society, 2012)
10
Even today the debate surrounding the concept of brain stem death and its 
association with organ donation continues and will be discussed in Chapter 3.
1.4.2 Donation after Circulatory Death
Donation after Circulatory Death (DCD) is organ donation that takes place 
following the diagnosis of death by cardio-respiratory criteria, as laid down in 
the Code of Practice for Diagnosis and Confirmation of death (Academy of 
Royal Medical Colleges, 2008). There are two types of donation after 
circulatory death: it can be controlled, which is when a person dies following 
a planned approach to Withdrawing Life-Sustaining Treatment (WLST) when 
it is no longer considered in the patient’s best interests to continue treatment; 
or uncontrolled, when the death is sudden and unexpected. There are 
significant differences between these two DCD types and donation following 
uncontrolled death happens very infrequently in the UK. This study has 
involved only participants whose death was either DCD, a controlled planned 
withdrawal, or DBD. Controlled DCD donation occurs following the WLST, 
treatment is usually stopped whilst the patient is in the ICU and once death 
has been diagnosed the patient is moved to the operating theatre for the 
organ donation operation. However, some clinicians will move the patient to 
the anaesthetic room in the operating theatre and the WLST will take place 
there. During the dying process the organs are deprived of oxygen and 
therefore the patient has to die between two and three hours for the organs to 
be medically suitable for transplant. The family is invited to stay with the 
patient until he or she dies.
DCD donation has increased significantly in the UK over the last ten years 
and as Murphy et al (2012:2) state “Donation after Circulatory Death is an 
increasingly and important source of viable organs in the UK and other 
countries”. When withdrawal of treatment is planned in patients with a life - 
threatening or a life-limiting condition which will, or is expected to, result in 
circulatory death, it is recommended that all patients are offered the option of 
organ donation as part of usual ’end-of-life care’ (NICE, 2011).
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However, ethical concerns have been raised by a number of clinicians about 
the process of DCD which has led to the development of a guidance 
document titled an Ethical Framework for Controlled Donation after 
Circulatory Death (UK Donation Ethics Committee, 2011).
Organ donor rates in the UK need to increase further to enable more patients 
to benefit from life-saving or life-enhancing transplants. There has been a 
small increase in the number of donors after brain death (DBD), with a much 
greater increase in donors after circulatory death (DCD) (Figure 1.2). Organs 
that can be donated from DCD medically suitable donors, are lungs, liver, 
kidneys, pancreas and bowel. (British Transplantation Society, 2012). In both 
DBD and DCD, tissue that can be donated are, eyes, heart for heart valves, 
bone, skin and tendons (British Transplantation Society, 2012).
Figure 1.2 Increase in number of DCD and DBD donors 
from 2002-3 to 2011-12
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1.5 Role of the Donor Transplant Coordinators
This section discusses the main responsibilities of the Donor Transplant 
Coordinators (DTCs) who are the key HCPs that feature in this PhD study. 
DTCs (since 2010 known in the UK as Specialist Nurses-Organ Donation 
(SN-ODs), are trained senior nurses who have significant experience working 
in critical care areas, which may be the ICU and/or the ED.
Following recommendations from the Organ Donation Taskforce (Department 
of Health, 2008a) DTCs are now centrally employed by NHSBT. There are 
twelve Organ Donation Services Teams across the UK, namely Scotland, 
Northern Ireland, Northern, North West, Yorkshire, Midlands, South Wales, 
South West, South East, Eastern, South Central and London. Each donation 
team consists of a Regional Manger (RM). RMs usually cover two regions, 
with two to four Team Managers (TMs) in each region and a number of Donor 
Transplant Coordinators (DTCs). The number of TMs and DTCs is dependent 
on the population size of the area in which they work.
Since 2007, DTCs have been embedded within a NHS Hospital Trust. Again, 
depending on the size of the hospital and the potential for organ donation in 
each hospital, there may be more than one DTC. For example, the large 
neuro-surgical Hospital Trust in Addenbrookes Cambridge has four 
embedded DTCs, whilst Watford General Hospital has only one DTC. In 
comparison with many nurse specialist roles, the role of the DTC is multi­
faceted (see Box 1.2). The main remit of the DTC is to promote organ 
donation and to raise awareness of the need for transplantation through 
education, research and audit. A major component of the role is clinical. This 
involves the facilitation of the organ donation process, including obtaining 
formal consent from the family, offering the organs to transplant centres and 
the organisation of the organ retrieval operation in the hospital (details of the 
complete donor process is described in Appendix 2). The DTC is present 
during the operation when the organs are removed and takes responsibility for 
the final act of care of the deceased body following the organ removal 
operation. This involves washing the body and the hair, shaving male donors 
when appropriate, and dressing the body, usually in a shroud or a favourite
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outfit that the family may want their relative to be dressed in. A significant part 
of the role of the DTC is to support the donor family throughout the whole 
donation process. This support from the DTC to the family continues post 
organ donation through both verbal and written communication, in which the 
DTC will inform the family of the outcome of the donation operation and the 
progress of the recipients who received organs. The details in Box 1.1 show 
that the role of the DTC is multi-faceted and complex.
Box 1.2 The main duties of the DTC. (NHSBT 2012e)
Main duties
• Responsible for promoting and facilitating the entire donation 
process by working in close conjunction with all staff in critical care 
areas to support and maximise organ/tissue donation.
• Responsible for system building and working closely with identified 
individuals in order to maintain a robust infrastructure to support and 
maximise donation. This includes analysis, planning, design, 
implementation, evaluation and continuance of educational and 
quality assurance programmes with all stakeholders within agreed 
and defined clinical area.
• To provide support and appropriate information to families of those 
that are critically ill and the acutely bereaved, relating to end of life 
choices, specifically to include organ and tissue donation.
• To ensure that donation proceeds in line with appropriate legislation 
and national policies and procedures.
• Participate in the training and development of donation services 
team members
• To obtain all relevant information enabling transplant centres and 
tissue establishments to assess the suitability of potential donors. 
This may include the requirement to negotiate further tests and 
investigations.
• To maximise the placement of organs for transplant following the 
national offering sequence. This process will include assessment of
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1.5.1 Legal Framework
Organ donation in the United Kingdom (UK) is regulated by the legal guidance 
laid down by the Human Tissue Act 2 0 0 4 \ The Act describes how consent for 
organ retrieval after death must be given. The Human Tissue Act 2004 states 
that Donor consent is sufficient and paramount and although the Act uses the 
term ‘consent’, there is no stipulation that the consent has to meet the usual 
standard of consent that is seen in other medical practice. Individuals can 
state and record their wishes in a number of ways; verbally, via the Organ 
Donor Register (ODR), an organ donor card or a living will. Although the Act 
gives precedence to the wishes of the deceased, a family may chose not to 
support their relative’s wish and object to donation taking place. In the 
absence of consent from the donor, consent must be sought from a person(s) 
legally empowered as defined by The Human Tissue Act 2004; namely:
Spouse or partner 
Parent or child 
Brother or sister 
Grandparent or grandchild 
Niece or nephew 
Stepfather or stepmother 
Half brother or sister 
Friend of long-standing
1.5.2 The role of the DTC in obtaining consent for organ donation
NHSBT in their report on Donor Family Care Process Management (2004) 
state that “Communicating with bereaved families is a specialised area of 
clinical practice, and should only be undertaken by HCPs who have received 
appropriate training, and have been deemed competent to undertake this 
work.”
It is part of the role of the DTC to ensure that the process of donation goes 
smoothly, from identification of a potential donor through to their death and
' Legal Framework in Scotland is governed by the Human Tissue Act Scotland 2006
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removal of organs and the ongoing support of the bereaved donor family. A 
pivotal part of this process is to obtain written consent from the donor family 
which must act in accordance with the Human Tissue Act 2004 and the 
guidance laid down by the Human Tissue Authority Codes of Practice.
Before the DTC obtains formal consent from the family he or she will have 
informed the family about the process and explained in detail what will happen 
before, during and after the operation. The family will also be asked about 
their relative's medical and social history, including sexual history. Once the 
family has been given all the core information and the DTC is confident that 
the family has understood what has been said to them, the family is then 
asked to sign a donor family consent form, (of which they will receive a copy). 
The consent paperwork requires the signature of the family giving consent 
even when the deceased donor is on the ODR.
All DTCs undergo training in obtaining consent and a rigorous orientation 
programme is adopted to ensure the appropriate development of newly 
appointed DTCs. Existing DTCs undergo advanced training on a yearly basis.
1.5.3 Who should be asked for organ donation?
Advocates for organ donation would suggest that the families of all potential 
organ donors should be approached and asked to consider donating their 
dying relative's organs. The General Medical Council Guidance (2010) on 
treatment and care towards the end of a patient's life requires that Consultant 
medical staff who have clinical responsibility for patients who are potential 
donors, exercise a duty to consider organ donation as part of the patient's 
end-of-life care, and state the following;
“If a patient is close to death and their views cannot be determined, 
you should be prepared to explore with those close to them whether 
they had expressed any views about organ or tissue donation, if 
donation is likely to be a possibility
You should follow any national procedures for identifying potential 
organ donors and, in appropriate cases, for notifying the local 
transplant coordinator. You must take account of the requirements in 
relevant legislation, and in any supporting codes of practice, in any 
discussions that you have with the patient or those close to them.
16
You should make clear that any decision about whether the patient 
would be a suitable candidate for donation would be made by the 
transplant coordinator or team and not by you and the team 
providing treatment"
(CMC, 2010, section 81/82:42)
This is further supported by the guidance published in a number of 
Government papers e.g. by National Institute for Health and Clinical 
Excellence (NICE, 2011), and the Department of Health (2010). NICE (2011) 
brought together a group of experts to review all available evidence in relation 
to approaching the family for organ donation and also recommended that 
“Organ donation should be considered as a usual part of end-of-life care 
planning” (2011:7). In line with NICE (2011) and the GMC (2010), UK 
Donation Ethics Committee (2011) established two guiding principles:
1. “Where donation is likely to be a possibility, full consideration should be 
given to the matter when caring for the dying patient: and
2. If it has been established that further life-sustaining treatment is not of 
overall benefit to the patient, and it has been further established that 
donation would be inconsistent with the patient’s wishes, values and 
beliefs, consideration of donation should become an integral part of 
that patient’s care in the last days and hours” (2011:6)
1.5.4 Approaching fam Hies for organ donation in the ED
Identification and referral of patients for organ donation in the ED is ‘unusual’ 
in the majority of EDs across the UK (Aubrey al, 2008) and therefore 
approaching a family for organ donation in the ED is a relatively rare 
occurrence compared with the number of families approached in the ICU.
It is worthy of note that although the guidance from the (GMC, 2012) and 
(NICE, 2011) is pivotal for approaching families for organ donation in the ICU, 
neither document pays attention to any differences that may need to be 
addressed for the ED compared with the ICU. NHSBT has recently gone 
some way to address this lack of attention and advises doctors working in ED 
about the process of identification of potential donors and also when to 
contact the DTC (NHSBT, 2010a). This document, referred to as the 
‘Emergency Map of Medicine’, provides guidance which states that the family 
should only be approached by an ED HCP if the DTC cannot be there in a
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timely manner, although it does not define what the timely manner should be 
(NHSBT, 2010a). It also emphasises that the DTCs are experts' at 
approaching the families and that the consent for donation is likely to be 
higher if the DTC is involved with the approach. It is important to note that 
none of the training currently provided for DTCs incorporates specific training 
for approaching acutely bereaved families in the ED, indeed all the training is 
centred on the family been situated in the ICU. The guidance advises the ED 
HCPs not to enter into a detailed discussion of the donation pathway unless 
they have specific knowledge about the donation process. However, it does 
not provide any guidance on what should be done or said if the DTC cannot 
be there in a time to suit the needs of the family or when the ED doctor does 
not have knowledge on the organ donor process. It is evident that very little 
guidance and advice exists for doctors and nurses in the UK for approaching 
families for organ donation in the ED compared with the advice and guidance 
available for the ICU setting.
1.6 Strategies to address the organ donor shortage
Over the last 20 years numerous initiatives have been adopted to increase 
organ donation rates in the UK. In 2006, the UK Government commissioned 
the Department of Health to set up a taskforce ‘Organ Donation Taskforce’ 
(DH ODT) whose remit was to identify barriers to donation and transplantation 
and recommend solutions within existing operational and legal frameworks in 
the UK. Following an analysis of systems in the UK and in other countries, 
the Taskforce produced a report which concluded that a 50% increase in 
organ donation after death was possible and achievable in the UK within five 
years provided that three key issues were resolved: (1) effective donor 
identification and referral; (2) improved donor co-ordination; and, (3) efficient 
organ retrieval arrangements (DH ODT, 2008a).
The Taskforce made 14 recommendations with the aim of achieving a 50 per 
cent increase in organ donation in the UK within five years. If achieved, this 
would lead to an additional 1200 transplants a year resulting in an annual total 
of around 4200 solid organ transplants (DH ODT, 2008a).
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In October 2010, the Department of Health (DH) invited NHSBT, the British 
Transplant Society and the College of Emergency Medicine to a workshop to 
explore the role of Emergency Medicine in organ donation^. From that 
workshop a report was published in 2011 detailing 10 recommendations with 
the key message that:
“It is essential that the following recommendations are seen as part 
of a ‘whole-hospital’ approach to donation. Emergency Departments 
do not work in isolation in promoting organ donation”.
(2011:19).
However, despite the recommendations in both of these reports discussed in 
this section a significant number of potential donors go unnoticed in EDs 
across the UK. This is mainly due to the fact that the development of organ 
donation educational programmes aimed at HCPs working in the EDs were 
not actively promoted across all regions in the UK by the specialist donation 
teams (see chapter 2). It is significant to report that this research commenced 
prior to the publication of these reports. I presented the findings from the 
quantitative part of this PhD at the workshop following invitation to do so by 
the DH.
Although organ donation rates have improved in the UK (Gardiner et al, 
2012), the UK still produce fewer donors than other countries (Rudge et al, 
2012), Murphy et al (2012) further informs us that because of the shortage of 
donor organs in the UK patients awaiting life-saving transplants continue to 
die. In order to address this shortage it is essential that all potential organ 
donors are identified and referred to the organ donation team whichever part 
of the hospital the potential donor is admitted to, such as the ED. This PhD 
will support this aim in providing new evidence and a confidence to do so.
1.7 Thesis outline
This section gives an overview of the structure of the thesis by providing an 
outline of each chapter.
 ^I represented NHSBT as a member of the steering group that produced the report and 
presented my audit findings (Chapter 2) to the Department of Health at the workshop.
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Chapter 2 discusses the retrospective audit of deaths undertaken in ten 
Emergency Departments (EDs) in 2004-5. This audit identified that there was 
a significant missed opportunity for patients to donate organs because they 
were dying in the wrong part of the hospital such as in the ED, and families 
were generally denied the option to consider organ donation. The chapter 
discusses how the audit provided the foundation for this thesis and represents 
the first phase of my PhD study.
Chapter 3 reviews research that will enable the reader to gain an insight into 
the complex process of approaching a family to donate their dying relative's 
organs so that they can be transplanted into another human being. The first 
section of this chapter discusses the body, the definition of death and the 
relationship between social death, biological death, and organ donation, 
followed by the literature surrounding sudden and unexpected death and how 
the news is delivered to acutely bereaved families. Literature is reviewed 
pertaining to the initiation of the organ donation conversation with the 
bereaved family, including discussion of any differences in the initial approach 
to families in the ICU compared with the ED. Refusal of relatives to organ 
donation is one of the biggest barriers to organ donation; therefore literature is 
reviewed which explores factors that contribute to the decisions that families 
make when asked whether they would consider donating their relatives' 
organs. The literature reviewed will demonstrate how my research study will 
contribute to the void in sociological research pertaining to the organ donation 
trajectory within the ED especially in relation to the timing of the organ 
donation request, the relationship dynamics between the HCP and the family 
and to what extent the temporal and spatial dynamics of dying in ED lead to 
different experiences for the family in ED compared to within ICU.
Chapter 4, the methodology chapter, outlines the aims of this PhD research 
and discusses why the qualitative method, using in-depth interviews, was 
chosen to explore the identified research problem. I interviewed 20 families 
whose family member agreed to be an organ donor in the ED. To provide a 
better understanding of the interviewees who took part in the interview and 
the location of the venue, each interview is briefly discussed in Appendix 1.
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The chapter will detail how the research process was conducted including the 
process of recruiting participants, gaining access, and the challenges 
encountered during the recruitment phase. Ethical issues will also be 
discussed as will data collection and data analysis and the dissemination of 
the research findings to key parties.
Chapter 5, the first analysis chapter, will concentrate on the analysis of the 
responses from 13 donor families for whom the initial discussion about organ 
donation in the ED was a positive experience and could be described as 
timely, caring and supportive. I explore whether the timing of when and who 
approached the family made any clear difference to how the family reacted to 
the initial request for organ donation. The data analysis in this chapter 
demonstrates that the trajectory from the ‘normal’ day to the unbelievable and 
shocking events that took place in the ED was unique for each individual 
family which is why the experiences and needs of each family at the timing of 
the request was also unique to each family.
Chapter 6 discusses the analysis of seven families for whom the approach 
was problematic. For these families the health care professional initiating the 
donor conversation did so in an untimely manner and did not display the 
appropriate skills to approach the family about organ donation. The focus is 
on the responses of the seven participants in relation to when, how and who 
made the initial approach to the bereaved family for organ donation in the ED. 
Three main themes emerged from the data: (1) the untimely approach; (2) the 
unfamiliarity of the person making the approach; and (3) the unannounced 
appearance of the DTC.
Chapters 5 and 6 focus on the significant finding that it does not matter who 
makes the approach, but it is when and how it is made that are the critically 
important issues.
Chapter 7 examines to what extent the motivations for organ donation in ED 
differ from previous research findings about motivations based on the ICU. 
This chapter discusses the factors that contribute to families agreeing to 
consent for organ donation in ED or agreeing to support their dead relatives'
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registered or known wish to become an organ donor. This study identified six 
types of drivers that appear to have encouraged the families to agree to organ 
donation: fulfilling their relative's known wish; fulfilling their relative's 
presumed wish; altruistic donation; wasteful not to donate; a positive outcome 
out of adversity; it is what the family wanted / believed in. Altruism is 
discussed in detail as, in contrast to the ICU, altruism does not feature as a 
major motivation for organ donation in ED.
Chapter 8 shows how the DTC is the key through the trajectory of organ 
donation from the ED. The chapter focuses on the development of the 
relationship between the DTC and the 20 donor families in this study, covering 
the DTCs role from approaching the family for 'formal' organ donation 
consent to supporting the bereaved family through the whole of the donation 
process. The main themes to emerge during the analysis were: (1) the 
importance of the “two tier approach” (2) the effect on the family when the 
DTC appeared unannounced in the ED; and. (3) the critical role of the DTC as 
an information provider, damage repairer and ‘flying buttress' for the donor 
family.
Chapter 9 examines the trajectory of the organ donation process following 
consent to donation and what the families felt about their relative being moved 
from the ED to the ICU or the recovery area in the operating theatre 
department purely for organ donation purposes and not for the benefit of the 
patient. The chapter explores the differences between ICU and ED in relation 
to space and time and how the move out of ED is found to be positive for the 
families. The main theme to emerge from the data is that families paid little 
attention to the fact that their relative was moved, they saw this as a natural 
part of the donation process necessary to facilitate the donation by preserving 
organs. However an unanticipated positive consequence was that it provided 
better facilities in terms of space, privacy and time and thus a ‘good death'.
Chapter 10 provides an overview of my findings bringing together the themes 
that have emerged during the analysis of the interviews and their sociological 
relevance in terms of existing literature. I discuss how my study findings have 
highlighted that the experiences for donor families in EDs are significantly
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different from those of families in ICU in relation to time and the organ 
donation trajectory, the relationship between the bereaved family and the 
HCPs, including the DTCs, and the physical spaces associated with the organ 
donation trajectory. I review the rationale for the study, the methodology 
employed and a summary of the main key findings.
Chapter 11 brings together the key findings of this study and discusses how 
the sudden and unexpected death of a family member in the ED is fast, 
shocking and ‘unreal’. My study has shown that families in ED want to be 
approached for organ donation at a time that is good for them and by a caring 
and sensitive HCP who has the expertise and skill to care for the acutely 
bereaved. However, in stark contrast to the DTC role in the ICU my findings 
show that the DTC is not best placed to initiate the donor conversation with 
the family in ED. My findings indicate that it is the ED doctors who are in a 
unique position to do this and provided that they have the appropriate 
structured support and training, will do this well. The DTCs have a critical role 
in ED as the experts in the donor process to ensure that families receive 
information in a good and timely manner so that they know their dying relative 
will be treated with dignity and respect, even if donation does not proceed.
My key findings from this research study demonstrate that there are clear 
differences regarding the pathway to organ donation in the ED compared with 
the ICU in terms of the trajectory of time, the family’s relationship with HCPs 
including the DTC, and the physical space and resources available in the ED. 
This final chapter provides a summary of those key findings and the 
recommendations and reflections of the study methodology.
1.8 C onclusion to  Chapter 1
This chapter has provided an overview of the whole thesis and the 
background to the research. I have addressed my own professional 
background and explained how my professional experience directed me to 
undertake this PhD study.
The chapter discussed the critical shortage of donor organs available for 
patients who need life-saving transplants and the current strategies employed
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in the UK by authorising bodies to address these shortages. The role of the 
key people, the DTCs, who are instrumental in taking those strategies 
forward, was addressed.
The transplant community has been emphasizing for many years that three 
people a day die whilst waiting for a transplant (NHSBT 2012c). This is not a 
new statistic and reinforces that it is essential that every potential donor 
should be identified, and referred for consideration to the Organ Donation 
teams, from every department of the hospital, including the ED.
The aims of my study link directly to the recommendations of the Government 
Taskforce (DH ODT, 2008) since the study advocates that the identification 
and referral of all potential donors should be the normal process in the ED, 
‘usual and not unusual’, as is the current situation. In my previous paper 
(Aubrey et al, 2008) I stated that in order to increase the number of donors the 
transplant community must pay attention to the missed potential of organ 
donors in the ED.
This study will provide a greater understanding of the needs of family 
members at the time of request for donation in the emergency department 
and the different role of the DTC in ED versus ICU. It is anticipated that the 
study outcomes will suggest guidelines for the education and development of 
HCPs to provide adequate support to bereaved families whose relatives die in 
the ED and produce recommendations for increasing organ and tissue 
donation from ED.
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Chapter 2
Audit of Deaths in the Emergency Department: 
A Missed Opportunity to Donate Organs
2.0 Introduction
This chapter discusses the retrospective audit of deaths undertaken in ten 
Emergency Departments (EDs) in the North Thames region in 2004-5, 
(Aubrey et al, 2008), the results of which shaped an ED organ donation 
education strategy and provided the basis for this PhD study. The background 
to the audit of deaths will be discussed as to why I regard this as the first 
phase of my PhD study.
2.1 Why focus on the Emergency Departments?
Following a review of organ transplantation by The Royal College of Surgeons 
(1999), UK Transplant^ was given additional responsibility to increase 
donation rates in the UK. A number of strategies were implemented, including 
the expansion of Donation after Circulatory Death (DCD) then known as 
controlled non-heart beating donation and living donor programmes, as well 
as the development of donor transplant coordinator services. One important 
initiative was the implementation of a national death audit of Intensive Care 
Units (ICUs) which commenced in August 2002. This audit provided the 
transplant community with a more accurate picture of the number of potential 
donors in ICUs in the UK, as well as the number of potential donors not 
identified, and how many families refused donation when asked by the Donor 
Transplant Coordinators (DTCs) or Health Care Professionals (HCPs) such as 
nurses or doctors. The audit indicated that in the North Thames region, the
 ^UK Transplant was established In 1991 as the UK Transplant Support Service Authority (UKTSSA). In 
July 2000, UK Transplant was formed with a new, extended remit to Increase organ donation rates. In 
October 2005 UK Transplant merged with the National Blood Service and Bio Products Laboratory to 
form NHS Blood and Transplant, an NHS Special Health Authority responsible for optimising the supply 
of blood, organs, plasma and tissues and raising the quality, effectiveness and efficiency of blood and 
transplant services
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relative refusal rate was 52%, which was higher than had been previously 
thought (UK Transplant, 2005).
The ICU audit provided the North Thames Donation Team with invaluable 
information which shaped their objectives in directing their resources to 
research and targeting strategies, with the aim of reducing the high rate of 
relative refusals and ensuring that a greater number of referrals would 
proceed to donation. Although the ICU deaths were audited, deaths in the ED 
were not. As part of my then role as a DTC, I undertook a pilot project of 
deaths in the ED and my initial intention was that the ED death audit would be 
the main focus of my PhD.
The rationale was that the audit would provide the North Thames region with 
accurate and up-to-date information on the potential organ donor pool in the 
ED. This was essential in terms of the service, in that the findings of the death 
audit would shape our strategy to the EDs in terms of education and support.
2.2 Aim of the audit
The pilot audit was encouraged by numerous anecdotal accounts stating that, 
given the critical shortage of donor organs, a number of potential donors dying 
in the ED were not being approached. The audit aimed to clarify or dispel the 
myth that there was a potential source of solid organ donors within the 
Emergency Departments. At the time of the ED death audit it was very 
unusual for potential donors to be referred from the ED. Potential organ 
donors in the ED are usually those patients who die as a result of sudden, 
traumatic and unexpected deaths.
2.3 Methodology of the audit
Although all deaths in ICUs in the UK have been audited since 2002 this was 
not extended to the EDs until 2 0 1 0 . .
4
My work undertaken in North Thames contributed to all deaths in the Emergency Medicine 
Departments being audited across the UK from October 2010. As Regional Manager Lead for ED 
departments, I was tasked with leading on this National Project and ensuring that all 12 regions were 
ready to undertake the audit.
26
At the time of the ED audit of deaths in 2004-05, the North Thames Donor 
Team was responsible for 32 EDs across the North Thames region. It would 
have been unrealistic for me to contact all 32 EDs in the region, so I decided 
to pilot four EDs. I contacted two very busy trauma hospitals and two district 
general hospitals as I wanted to compare whether or not the busier trauma 
hospitals had more potential donors than the district general hospitals. I 
decided a direct approach would be more effective rather than going through 
layers of management. My initial contact was with the Medical Director (MD) 
of each ED. I telephoned each MD requesting an appointment to meet to 
discuss organ donation from the ED. I followed this phone call with an email 
attaching a formal letter that reiterated the purpose behind the proposed 
meeting (Appendix 3).
The findings from the audit of deaths in the four pilot EDs identified that there 
was a missed potential of organs, which led to a further six EDs being invited 
into the audit. Each ED approached agreed enthusiastically to take part in the 
audit and were very supportive, as they recognised that the ED was an area 
which needed to be investigated to assess the potential for organ donors.
The criteria used to identify potential donors was based on the UK Transplant 
criteria for potential heart beating (now referred to as Donors after Brain 
Death, DBD) or controlled non-heart beating organ donors (now known as 
Donors after Circulatory Death, DCD). Other criteria normally taken into 
account are consent from the family and the permission of Her Majesty’s 
Coroners. The majority of patients who die in the ED fall within the legal remit 
of the Coroner as they die within 24 hours of hospital admission.
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The criteria for potential organ donors, for both heart beating (HBD) or 
controlled non-heart beating organ donors (NHBD)® 2004-2005, were:
• Brain stem dead or death inventible
• The body is maintained on a ventilator
• HIV negative
• No diagnosis or family history of vCJD
Very few people who die in ED departments fulfil these criteria. Thus, not 
many people who die in the ED can be considered as potential donors. The 
audit tool used to capture the data was a shortened version of the UK 
Transplant’s national Potential Donor Audit (PDA) tool that is used to collect 
data on all deaths in the UK (ICU deaths and later ED deaths) (Appendix 4 ). 
Although this was a shorter version, it was suitable to record the data 
required.
2.3.1 P ractica lities o f  ga in ing access
The audit of deaths was undertaken by me in each of the ten EDs. One of the 
biggest challenges was around delayed timing and gaining access to the 
actual department. This was dependent on how soon I obtained approval from 
the Medical Director to commence the audit. In two of the Hospital Trusts I 
had to seek additional approval from their local Audit department which 
delayed the start date for those EDs. Once I had full permission to commence 
the audit, with guidance from the Medical Director, I identified and contacted 
key people who would assist with the practicalities of accessing medical notes 
and finding a space to work in. The key people in each department were 
usually the audit personnel for the department or a member of the 
administrative staff, all of whose support was invaluable. A disadvantage of 
this working relationship was that I was only able to audit when the key 
person was on duty, which meant I had to do ‘shift work’, some very early 
morning sessions or very late evening sessions. Additional barriers to 
completing the audit included missing medical notes or the illegibility of
 ^Heart beating now referred to as Donors after Brain Death, (DBD) and controlled non-heart 
beating organ donors now known as donors after circulatory death, (DCD).
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medical notes. Finding space to work was also an issue in some EDs. I recall 
very clearly spending two weeks in a cupboard during one hot summer as it 
was the only place that was available for me in which to work.
During the actual audit I found myself becoming part of the team and, as well 
as gathering data, my physical presence in the ED brought me into contact 
with a number of ED nurses and doctors which itself afforded the opportunity 
to discuss why I was in the department and to raise awareness of organ 
donation. Despite the challenges I faced during the audit phase, none of them 
were insurmountable, and indeed this initial communication between ED 
HCPs and myself, was the start of the Organ Donation ED educational 
development programme which progressed significantly following the 
feedback of my audit.
2.4 Audit findings
In total 770 deaths were audited out of 1204 deaths over a 14 month period in 
the ten EDs. The disparity in numbers was due to the accessibility of medical 
notes and also reflects the change in age criteria for inclusion. After the first 
four pilot hospitals were audited, the decision was made not to audit deaths of 
patients aged 80 years and above as they were unlikely to fulfil the criteria to 
donate organs. Although patients aged over 80 years have successfully 
donated solid organs for transplant, the NHSBT national guidelines state that 
80 is the upper age limit for DCD, with 85 the upper age limit for DBD (NHSBT 
2012d).
The 14 month audit of deaths in ten EDs identified 20 potential solid organ 
donors (see Table 2.1). Sixteen potential solid organ donors were 
retrospectively audited whilst four relevant deaths were identified during a 
prospective® audit. Therefore, an average of approximately two potential 
organ donors from each ED per year was identified. Despite the possibility of 
family refusal to organ donation, this is a significant number when the 
potential number of donors across the 32 EDs in the North Thames region is
Due to difficulty in retrieving old notes four remaining potentials donors were audited retrospectively 
in ED 9
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calculated. Two organ donors per year from each ED unit within North 
Thames would mean that potentially 128 patients per year would receive 
kidney transplants and 64 more patients could receive life-saving liver, heart 
and lung transplant operations.
Table 2.1 Audit of deaths in ten EDs in North Thames over a 14 month 
period between October 2004 and December 2005
Hospital
No.
of deaths
No. of 
deaths 
audited
Potential
DBD
Potential
DCD
EDI 116 116 2 0
ED2 61 52 2 0
ED3 50 26 0 0
ED4 159 106 1 0
ED5 177 99 0 1
ED6 176 117 1 1
ED7 207 120 3 0
ED8 58 35 2 0
ED9 82 52 2 0
ED10 115 47 1 0
1204 770 14 2
Total
combined
potential
16 (plus 4 
prospective 
potentials ) 
20*
*See footnote 6
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2.4.1 Feedback of audit resuits
Following the completion of the audit, I wrote to all ten Medical Directors who 
had initially given permission for the audit of deaths to be undertaken, 
detailing the results and asking permission to feedback the results to all the 
HCPs who worked in their ED (Appendix 5). The responses were all positive, 
and I was also given permission to start an organ donation education 
development programme aimed at key staff in each ED.
The results of the audit were fed back to staff in the ten EDs who took part in 
the audit between 2004-5. The findings were also disseminated to health care 
professional colleagues working in and around the ED who care for both the 
patients in ED (potential organ donors) and their relatives, on both a one-to- 
one basis and in group sessions using formal and informal presentations.
During the feedback the main barriers to organ donation cited by HCPs in the 
EDs were:
• The lack of confidence and experience of ED HCPs to approach 
acutely bereaved families in ED for organ donation consent so soon 
after receiving ‘bad’ news.
• The perceived difficulties of seeking permission from Her Majesty’s 
Coroner.
• Limited human resources and/or shortage of intensive care beds. This 
was due to the fact that there were no actual physical beds to look after 
a patient who was going to die and donate organs, or there may have 
been a bed but there were no critical care staff available to look after 
the potential donor.
2.5 Educational development
The audit findings helped to shape the ED organ donation education strategy 
in the North Thames region in 2005-2006 and subsequently influenced further 
development of ED programmes in other Organ Donation Services teams 
across the UK.
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Following feedback to HCPs, I undertook actions to address and to further 
explore the barriers cited by professional health colleagues working in the ED 
in 2005. All 32 EDs within the North Thames region were provided with the 
contact details of the Donor Transplant Coordinator Team. These contact 
details were handed to identified key people in each ED who were also sent 
the details electronically so that they could print off additional posters as and 
when required.
In order to address and further explore modifiable factors contributing to 
donation decisions in the ED, it was imperative that key HCPs who could be 
involved in the care of the potential donor and the bereaved relatives were 
identified. The key HCPs are based hospital-wide, not just in the ED, and 
therefore gaining access to appropriate educational forums throughout the 
hospital was necessary, see Box 2.1. The educational forums were used as a 
platform to provide adequate information and support in order for potential 
donors to be recognised and referred on to the DTC.
Box 2.1 Identified key Health Care Professionals relating to organ 
donation from ED
• “Hospital Consultants -  ED, Anaesthetic & Neurosurgeons,
• Emergency trauma team
• ED nursing and medical staff
• HM Coroners, HM Coroners officers and police officers
Appropriate educational forums in which to capture the above key 
health care professionals have been identified as follows:
• Hospital grand rounds
• Emergency trauma meetings
• Critical care delivery groups
• Critical care networks
• Senior nurse meetings
• Clinical governance meetings” (Aubrey et al, 2008:109)
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In addition, specialist educational days were developed and attended by key 
HCPs. From 2007, in order to continue to measure success and focus the ED 
development strategy, all ED deaths within the North Thames area were 
audited (see footnote 2 above).
Figure 2.2 shows the significant increase in the number of potential donors 
referred for donation from North Thames ED for each year between 2004-5 
and 2008-09. Indeed during 2008-09, ED colleagues referred 58 potential 
donors and 24 of these resulted in actual solid organ donation; 63 patients 
underwent life saving transplants as a result of these 24 donors.
By 2008, it had become standard practice within the North Thames region that 
when a referral of a potential donor was made from the ED, the DTC would 
initiate a rapid mobilisation response to attend the emergency department to 
make an assessment. Where resources permitted, a second DTC would also 
attend. One DTC would facilitate and manage the donation process and the 
second DTC would support the potential donor family.
Figure 2.2 North Thames ED donor activity 2004-2009^
2007/08
2005/06
□  T ran sp lan ts  
n  D onors  
■  D onor referrals
10 20 30 40 50 60 70
Source: North Thames Database 2004-2009 March 2009
reproduced with permission.
 ^ED Donor activity data not published from North Thames local database after 2008, 
published data up to end of 2007 (cited in Aubrey et al, 2008)
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2.6 Discussion of audit findings
The barriers cited by HCPs during the feedback of audit findings in 2005 
reflected those predicted at the outset of the audit. I would suggest that the 
main cause for non-donation from within the ED in the UK at that time was 
due to an inadequate organ donation educational programme. It became very 
clear that in order to address the complexities surrounding organ donation 
from the ED there was a need for a collaborative exploration of barriers 
amongst key stakeholders (Aubrey et al, 2008). It was also recognised that 
there are significant situational differences between ED and ICU potential 
donors in relation to both family dynamics and resources available when 
facilitating the donor referral process.
The critical shortage of donor organs demanded that, in the UK, those 
responsible for improving organ donor rates should explore all areas where 
there may be potential for organ donors.
During my feedback of the audit findings to HCPs, it was questioned on a 
number of occasions whether or not a dying patient should be allocated the 
last bed in the hospital purely for organ donation proposes. This raises 
resource issues, such as a shortage of intensive care beds. Even when a bed 
may be available there are often difficulties in arranging for a nurse or doctor 
to care for the ventilated dying patient who is only being admitted to the ICU 
for organ donation purposes. Human resource shortages were cited by ED 
staff as some of the barriers to organ donation from the ED. However at this 
time in 2005, the biggest internal obstacle in the ED appeared to be the lack 
of confidence of staff in approaching a bereaved relative for organ and tissue 
donation; staff felt that it was ‘too soon’ to approach a suddenly bereaved 
family for organ donation in the ED.
In the ED, the approach for donation consent is likely to be undertaken very 
soon after the family has been informed of their loved one’s death or 
inevitable death, and there is very little time to build a rapport between staff 
and the family.
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We know that 30 per cent of the population in the UK have registered their 
wish to become an organ donor on the UK Transplant Organ Donor Register 
(ODR) (NHSBT, 2011). However, not everyone on the ODR dies in the ICU 
and this group of people should not have their wishes disregarded simply 
because their deaths occur in a different part of the hospital such as the ED.
Through my 2005 audit findings, the North Thames Regional Donor 
Transplant Coordinators identified that a proven potential for solid organ 
donation exists within the EDs. The anticipated benefits for potential 
transplant recipients greatly outweigh any of the complexities associated with 
ED donor referrals. The aim of this PhD study is to gain a greater 
understanding of the perspectives and experiences of bereaved families 
whose relatives have died in the ED and who were approached for and 
agreed to organ donation. In turn, this will inform policy and provide structured 
guidance for health care professionals approaching suddenly bereaved 
families in the ED for organ donation consent.
Dr John Evans is the Chairman of The British Organ Donor Society (BODY) 
which was the first charity worldwide to provide a family support service and 
support organ donation and transplantation. He and his wife Margaret are 
donor parents themselves; their 20 year old son David was killed as a result of 
a motorcycle accident. Dr Evans stated during a lecture he delivered at the 
University of Surrey, “A better understanding of potential donor families' 
needs should increase the numbers of families agreeing to organ donation” 
(Evans, 1984)
As discussed in Chapter 1, the assumption by HCPs that it was “too soon” to 
ask the family in ED about organ donation inspired this research study. The 
only clear way to test this was to go back and speak to those families who had 
lived through such experiences to confirm or eliminate this assumption.
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Chapter 3
Review of Literature on 
the Body, Sudden Death, the Bereaved Family and Organ Donation
3.0 Introduction
The overall aim of my PhD study is to gain a greater understanding of the 
experiences of bereaved families asked to consider donating their dying 
relatives’ organs in the Emergency Department (ED). This chapter provides a 
review of selected literature on previous studies relevant to my research aims.
The first section of this chapter discusses the body, the definition of death and 
the relationship between social death, biological death, and organ donation, 
followed by literature surrounding sudden and unexpected death and how the 
news is delivered to acutely bereaved families. Literature is reviewed 
pertaining to the initiation of the organ donation conversation with the 
bereaved family, including discussion of any differences in the initial approach 
to families in the Intensive Care Unit (ICU) compared with the ED. As 
discussed in previous chapters, refusal of relatives to organ donation is one of 
the biggest barriers to organ donation; therefore literature is reviewed which 
explores factors that contribute to the decisions that families make when 
asked whether they would consider donating their relatives organs.
3.1 The Body
“A man not only has his body he is his body”
(May, 1973:3)
Despite the lack of ‘sociological’ interest in the body until the 1980s (Scott and 
Morgan, 1993; Nettleton, 2006) it’s clear that social scientists have long held 
an interest in the ‘body’ (Douglas, 1996; Scheper-Hughes Lock, 1987; 
Shilling, 1993; Mellor and Shilling, 1993; Featherstone and Burrows, 1995; 
Turner, 1984; Csordas, 1994; Howson, 2005: Nettleton, 2006). Nettleton 
(2006:106) states that “sociology has long been implicitly concerned with 
bodies and their actions and their intentions; their language and gestures; the
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impact of material circumstances on their health status; and the impact that 
disabling illnesses may have on social interaction and identity”. Howson 
(2005) suggests that the ever-increasing interest in the body is in relation to 
“the development of sociology itself and its relation to other forms of 
disciplinary inquiry” (2005:8). Martin (1992) suggests the ‘new’ interest in the 
body can be attributed to contemporary changes in Western social forms, in 
that “we are seeing not the end of the body but rather the end of one kind of 
body and the beginning of another kind of body” (1992:121).
It is not within the scope of this study to address medical sociological research 
on the body in any great depth. However, the death of the embodied person 
and the removal of body parts is relevant within the context of my research 
and therefore will be discussed.
Despite increased sociological interest in the body, Mellor and Shilling (1993) 
remind us that the majority of studies on the body have been concerned with 
the living body and rarely addressed the death of the embodied individual and 
that “the development of sociology has been concerned almost exclusively 
with problems of life rather than the subject of death” (1993:411). Shilling 
(1993:1) states that an increased understanding of death is “central to our 
contemporary understanding of the body”. It is often regarded that the 
Western world often wants to ignore death yet at the same time obsess over 
it. Zimmermann and Rodin (2004:121) state “that the contemporary Western 
society is ‘death denying’. DeSpelder and Strickland (2005) report that “it 
seems that we wish to keep death at a distance even while we are obsessed 
with its mastery, seeking to control with the seemingly possibilities of medical 
technology seems” (2005:5). It is due to the significant advancement of 
medical technology that the act of dying has become becoming increasingly 
medicalised. Walter (1994) suggests “Death ceased to be a spiritual passage 
and became a natural process overseen by doctors” (1994:12). Walter also 
indicated that through voluntary donation of bodies for research “not only are 
dying and dead bodies medicalised, but dead bodies enable the 
médicalisation of living bodies” (1994:13). Turner (1984) stated that
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“the body has become important in contemporary changes as a 
consequence of major changes in the nature of medical practice, 
medical technology and the changing structure of disease and 
illness" (1984:5).
Turner (1984) believed these changes would bring possible ethical and legal 
concerns in relation to “personhood, identity and individuals”, (1984:5). Since 
1984 the world has seen innovative advances within the world of organ 
donation and transplantation in which the dead body (and living body®) as a 
resource for organs has become even more important and this in turn has 
heightened ethical and legal implications (discussed Chapter 1). The 
advances in transplantation are in part due to the number of available organs 
that became available following the introduction of the diagnosis of brain 
death in the mid-seventies.
The majority of cadaveric organs donated for transplant purposes come from 
brain dead patients whose bodies are “maintained with a heartbeat by artificial 
ventilation” (Niles and Mattice, 1996:6; Cameron and Forsythe, 2001:68). The 
following sub-sections discuss the definition of death and the relationship 
between the ‘redefinition’ of death and the removal of body parts from brain 
dead patients. (Organ donation after brain death and circulatory death is 
discussed in Chapter 1)
3.1.1 Redefin ition o f  death
“Nothing in life is simple anymore, not even the leaving of it”.
(Gaylin, 1974:23)
There is no statutory definition of death within English Law. Guidance from the 
Academy of Medical Royal Colleges (AoMRC) in the UK states that:
“Death entails the irreversible loss of those essential characteristics 
which are necessary to the existence of a living human person and, 
thus, the definition of death should be regarded as the irreversible 
loss of the capacity for consciousness, combined with irreversible 
loss of the capacity to breathe”.
(AoMRC, 2008:11)
Living organ donation gifting has significantly increased in the last 20 years. However it is 
not within the remit of this study to discuss living organ donation gifting.
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Murphy et al, (2012) recommended that death is viewed as a “process 
involving irreversible changes to the brain resulting in loss of capacity for 
consciousness and spontaneous breathing” (2012:1). Gardiner et al, (2012) 
state that “death can be diagnosed using three different sets of criteria, 
somatic, cardio respiratory and neurological” (2012:4). They further suggest 
“A definition of death, just like a definition of life, continues to elude 
philosophers. Death can be considered in terms of medical, legal, ethical 
philosophical, societal, cultural and religious rationales” (Gardiner et al, 
2012:14). An individual can be diagnosed as brain stem dead even though 
he/she still has a beating heart. Crowley-Matoka and Lock (2006:170) 
describe brain death as “the clinical state in which the brain has ceased to 
function, yet heartbeat and respiration continues with the support of medical 
technologies”.
Thus, the diagnosis of death is no longer as straightforward as it once was. 
Gaylin addressed the introduction of Brain Death as the ‘redefinition’ of death 
and reminded us that “the difference between life and death was once an 
infinite chasm reached in an infinitesimal moment” (1974:23). He was simply 
saying that, once, life and death were clearly opposites, yet with the 
advancement of technology enabling doctors to ‘maintain’ a dead person on a 
breathing machine, the opposites of life and death coalesce and with that 
came the complexity about whether the person being maintained on a 
ventilator was to be considered alive. Gaylin (1974:23) went further and stated 
“we are faced with a task of deciding whether that which we kept alive is still a 
human being or to put it another way, whether that human being we are 
maintaining should be considered “alive” . Lock (2002:1) describes the brain 
dead as “a living cadaver”.
Even today, 40 years after brain death criteria was introduced, the debate 
surrounding the concept of brain stem death continues. Walter (1994) reminds 
us that in this modern era of death “the course of death, like love, never runs 
smooth” (1994:3). One side of the debate argues that protocols were drawn 
up and developed to resolve the dilemma which had been presented by the 
introduction of advanced medical technology in which patients were being
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‘kept alive’ on ventilators when they were actually brain dead. In contrast, 
some individuals who have concerns about the diagnosis of brain stem death 
argue that the phenomenon of brain stem death was developed to satisfy 
advances in organ transplantation. Joralemon (1995) suggests “that 
redefinition of death based on brain activity is still the subject of significant 
cultural ambivalence” (1995:340).
Death can take on two forms ’biological’ and ‘social’ death. Social death, 
usually takes place after biological death, yet it can precede it. The following 
sections discuss death in relation to biological death, personhood and social 
death.
3.1.2 Biological death and the ‘person’
Agich (1976:1) argues that a dead body, often referred to as a ‘corpse’ is no 
longer a ‘person’. Therefore, does this mean that the brain stem dead organ 
donor has no moral significance because they are no longer a person? Do the 
elements of the dead person transfer to the organs which are to be 
transplanted into the recipient? I would argue that the answers to these 
questions depend upon the importance individuals place upon the dead body. 
In my professional experience, both as an intensive care nurse and as a 
donor transplant coordinator, I have experienced very different family 
perspectives towards the dead body. For example, some families will refer to 
the body as a shell, and do not believe that the person they loved and knew 
‘exists’ anymore. In stark contrast, some families see the dead body as the 
‘person’ they have always known and loved, and they want the body to be 
treated as a person with ‘moral significance’. Whatever their perspectives are 
towards the dead body, bereaved families still need to know that their dead 
relative’s body is treated with respect and dignity.
In another approach to defining death, DeSpelder and Strickland (2005) 
suggest that for many cultures, particularly amongst Christians, death occurs 
when the soul leaves the body “as long as the soul is present the person is 
alive and when the soul leaves, the body dies” (2005:160). Following the 
death of the patient in a hospital we were taught as nurses to leave the body
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for one hour before we ‘laid the body out®’, firstly to pay respect to the body, 
and secondly (we were told) that during this hour the soul would leave the 
body through an open window.
3.1.3 Social death
Nonfood (2010) defines social death as “a series of losses - loss of identity 
and loss of the ability to participate in social activities and relationships that 
eventually culminates in a perceived disconnection from social life” (2010:7). 
Mr Tony Nicklinson was an example of social death preceding biological 
death in August 2012. He was refused permission by the English High Court 
to allow a doctor to help him die by medical injection. Mr Nicklinson was a 58 
year old man ‘locked inside’ his own body after a stroke seven years earlier 
which left him paralysed and unable to speak, move or feed himself. Prior to 
his stroke he had been a fit, adventurous man who loved rugby and sky 
diving. Following the Court’s ruling, Mr Nicklinson refused food and died of 
natural causes. Before he died he said to his wife “Do not mourn for me, I am 
already dead”. His wife understood what he meant and said “we all mourned 
for him seven years ago - because that was the real Tony” (Sunday Times 
News Review, 2012).
Miller and Truog (2012) cite a very similar situation in the case of a young 
woman, Nancy Cruzan, who was in a vegetative state for eight years from 
1983 until her biological death in 1990. Nancy’s family had appealed through 
the High Courts for her life support machine to be switched off, but, their 
request was denied. When Nancy died, her family had engraved on her grave 
stone “departed January 11 1983/at peace December 26 1990” (2012:90). 
The inscription would suggest that Nancy’s family felt that she died as a 
‘person’ long before her biological death.
Social death may occur in cases where individuals are diagnosed with organ 
failure and whose only escape of ‘social death’ is to receive an organ
To ‘lay the body out’ refers to the final care that a nurse performs on the dead body of the 
patient, which involves washing the body and dressing the body in a shroud.
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transplant; Below is a quote from a male patient who received a kidney 
transplant:
“I live life to the full in a way I would not have thought possible a few 
years ago, every waking moment has taken on a new and special 
significance.”
(Royal College of Physicians, 2010:27)
3.1.4 The body as a commodity
Organ transplantation is often seen as a “victim of its own success as demand 
for organs now far exceeds the supply” (Arabella et al, 2009:338). The 
deconstruction of the dead body, as in organ donation, and reconstruction of 
the lived body, as in transplantation, in the last few decades has become 
better understood and culturally more acceptable. Crowley-Matoka and Lock 
(2006:173) stated that “the act of taking organs from one body and putting 
them into another evokes a whole range of questions related to the 
misconceptions of body, self and identity”, equating organ transplantation to 
“switching out of objectified bodily material with no implications for identity, for 
self of either organ recipient or donor” .
Newton (2011) examined factors that influenced the willingness of people to 
donate organs for transplant, identified “the body was an integral component 
of many individuals' self-identity” (2011:11). The study highlighted that 
removal of organs from the body could “dehumanize or threaten the dignity of 
the body which could lead to the body being treated as spare parts or cuts of 
meat in the butchers shop” (2011:11). In contrast, Haddow (2005) identified 
that for some organ donor families, the donation of organs was similar to 
stripping down an old car, which did not appear problematic for the family. 
However another view from some of Haddow’s participants held a 'holistic' 
view of the dead body. Haddow suggested that “cadaveric organ 
transplantation depends on the views of the dead body as a Cartesian 
material entity separate from a self no longer associated with the corpse” 
(2005:108). Verb le and Worth (2000) identified that factors relating to why 
families refuse to agree to organ donation are related to fears and concerns of 
disfigurement of their relatives' bodies. Sque and Payne (2006) suggested
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that disrespect to the body and disfigurement was a major concern for families 
when they refused to agree to organ donation.
The dead body remains important after death not only because of its 
‘usefulness’ as a resource, but also its importance to the family. It remains 
important until the body is no longer seen as a ‘person’ and the point at which 
this occurs during the dying process varies across disciplines and cultures. To 
summarise, Sque and Payne (2006) state that “The process of organ donation 
and transplantation is complex and demanding for all involved because 
human bodies and organs have value to the individual, the family, the 
potential recipient, research and society ” (2006:112).
The following two sections, will explore literature on breaking bad news of the 
sudden biological death of individuals to their family (section 3.2) and the 
literature that links the breaking of bad news to the initiation of the approach 
to the request for organ donation when a patient dies or is dying (section 3.3).
3.2 Breaking bad news
Informing a family member that their relative has died or is dying in 
unexpected and sudden circumstances is possibly the most difficult part of a 
doctor’s or nurse’s role. Deaths in the ED are usually sudden and unexpected 
and neither the family members nor ED staff will have the opportunity to 
prepare for the death or the events or processes that will then follow.
This section discusses research literature surrounding sudden and 
unexpected death in the ED and the needs of the bereaved family at the time 
when they are informed of the death or impending death of their relative.
Buckman describes bad news as “any information likely to alter drastically a 
patient’s view of his or her future” (1984:1597). Marrow discussed telling 
relatives that a family member has died suddenly, and that the suddenly 
bereaved effectively become the patient “every bit as deserving of our care as 
the person who has died” (1995: 413).
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Finlay and Dallimore (1991), in a study which examined how news about the 
death of a child had been delivered to parents, reported that half of the 
parents said that the interview was done “sympathetically and reasonably” 
(1991:1524). Unexpectedly, the report said that the police were considered by 
parents to be more sympathetic than nurses and doctors. It also stated that 
how the news was delivered seemed to depend on the informant's sensitivity 
and personal skills rather than prior contact with the family or their 
professional status. The findings indicated that there was a “serious need to 
revise the in-service training and education of the police and health 
professionals in their approach to informing of death” (Finlay and Dallimore, 
1991:1525).
In the UK it is common practice in many hospitals for Health Care 
Professionals (HCPs) to meet with family members some months after the 
death of a relative in hospital (bereavement follow-up), usually to ascertain if 
the bereaved family had any questions in relation to the care they received or 
that their dead relative received. It was during these visits that my experience 
as an intensive care nurse and Donor Transplant Coordinator (DTC) made me 
aware that a family's grieving process can be affected if the HCP breaking the 
news does it badly. This was also suggested by Fallowfield (1993) who 
argued that ineffective or insensitive delivery of bad news can have a long­
term negative effect. Bereaved families are unlikely to remember everything 
that is said but they may remember if it was said inappropriately or abruptly, 
or if indeed the HCP breaking the bad news was kind and compassionate. 
The family receiving bad news will remember where, when, and how bad 
news was given (Woolley et al, 1989; Finlay and Dallimore, 1991). Wright
(1996) suggests that decisions made by HCPs about bereaved families and 
their dying relatives remain with the living long after their relative has died, 
which may be a contributing factor to negative and complex grief.
Ordog and Wasserberger (1986:797) explain that “the sudden death, 
unexpected death or impending death is a crisis for the patient, the family and 
emergency department sta ff. They go on to discuss the importance of why 
doctors need to be sensitive to the psychological needs of the family, and why
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doctors breaking bad news need to understand their own emotional reactions 
as well as those of the other emergency team members.
Accidents involving more than one person, such as a car accident, may result 
in the survivor of the crash becoming the bereaved relative. However, a 
relative who survives does not necessarily need to be in a physical accident. 
When breaking bad news, Ordog and Wasserberger state that whilst 
delivering the news of sudden death can never be easy, an apposite response 
and how it is delivered can help “reverse its nightmarish qualities” (1986:797).
Informing the family of the death or impending death of a relative is as 
complex and individual for the health care professional who is breaking the 
news as it is for those receiving it. Unfortunately, breaking bad news is not 
always done well. A number of studies (Meitar et al, 2009; Brown et al, 2009) 
have found that a doctor’s inability to deliver bad news compassionately is 
linked with a number of contributing factors, such as inexperience in this area, 
cultural and personal difficulties, and tiredness. Brown et al (2009) studied 
poor communication performances and the stress responses in simulated bad 
news consultations and found that even in false situations this proved 
stressful especially if the doctor had little experience and was tired. They 
reported that poor communication performance was related to burnout and 
tiredness; however the study did not find that the doctors' lack of experience 
in breaking bad news was a contributing factor to doing it badly. The findings 
of this study could be considered to be inconclusive because the study used 
simulations and role play, which may make participants who are 
uncomfortable with role play more nervous than in a real situation.
Researchers at St George's Hospital in London have developed a set of best 
practice guidelines for breaking bad news of all kinds. They emphasise that:
“Breaking bad news is a process, not an event, and information 
should be given in small chunks at the person's own pace; discover 
how much is already known and build on that; and whenever 
possible ensure that the bad news is broken by someone the person 
knows, involving health professionals for further explanation as 
necessary”.
(Darwent et al, 2012:18)
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The literature discussed in this section demonstrates that informing a family 
that their relative has died is a process and should only be delivered by an 
individual who possesses the skills and experience to do so. When a relative 
is given ‘bad news' there is no perfect script that would describe how relatives 
will react, but there is overwhelming evidence to suggest, that if structured 
guidance and training is in place which encourages adherence to best 
practice guidelines, as described above, this can go some way in helping the 
bereaved family when they are first given the bad news and during their 
grieving process.
3.3 Transition of bereaved family to potential organ donor family
The previous section discussed literature on how bad news should be broken 
to families whose relatives were dying. This section discusses literature that 
links the breaking of bad news and the approach to request organ donation 
consent. In order to help me gain an understanding of why families agree to 
organ donation, literature is reviewed that has researched the experiences of 
bereaved families when the request for organ donation was made as well as 
some of the fundamental factors that contribute to a family’s decision-making 
about whether or not to agree to donate their relative's organs.
Organ donation and transplantation has been a topic of interest in various 
disciplines and has been widely researched across the world from numerous 
perspectives. The underlying research interest has mainly been in the shortfall 
of donor organs and the ever-increasing number of patients on the transplant 
waiting list. Numerous studies have examined factors that contribute to end- 
of-life decision-making and why families do or do not agree to organ donation, 
as well as the needs of the family at the time of the request for donation. In 
the UK, the majority of patients who donate organs for the purpose of 
transplantation are referred from 1C Us.
The initial approach for organ donation involves a complex process which is 
most likely to be stressful. Sque and Long (2003) stated that “sudden death 
and the discussion around organ donation make specific demands of the 
next-of-kin at a time when they are emotionally and cognitively ill-equipped to
46
respond” (2003:1). Stoeckle (1990) suggests that the complexity of sudden 
death, the multiple new experiences associated with the act and process of 
donation and the outcomes relating to transplantation, make the initiation of 
discussion about donation and obtaining the agreement of relatives 
problematic, and is cited as one of the most emotionally draining experiences 
of health care practice (Stoeckle, 1990, cited in Sque and Payne 2006:113). 
However, Ehrle et al (1999:28) described that approaching a family for organ 
donation consent “is a simple process that is an emotionally charged 
situation”.
The remainder of this section discusses research on families that are 
approached for organ donation in the ICUs.
3.3.1 ‘Long contact’ -  Building a rapport with the bereaved family
When a potential donor is identified in the ICU, it is strongly advocated that 
the trained DTC is made aware of this in good time, so that he or she can be 
present to provide information and support the family when the initial 
approach for organ donation is made. A number of studies have shown that 
contact between the DTC and potential donor families prior to broaching the 
initial donor conversation is positive and allows for the building of a rapport 
between the donor family and the DTC (Dickerson et al, 2002; Sade et al, 
2002; Shafer et al, 2004). This is referred to as the ‘long contact model'. 
Shafer et al, (2004) identified that if the DTC spent just 30 minutes or more 
with potential donor families before making the request, consent rates were 
raised by 15-20%. What is not clear from this study is whether or not the 
family is made fully aware of who the DTC is (prior to the donation 
conversation) and what is their main role. A possible criticism of the ‘long 
contact model’ is the honesty factor in that the DTC is not always introduced 
as the DTC, but rather as ‘a specialist nurse who looks after bereaved 
families', and then some time later the ‘specialist nurse' is broaching to the 
family the subject of organ donation. I have not been able to find any 
evaluation study that has explored the bereaved families' experiences and 
views of the ‘long contact' model.
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3.3.2 Timing of the request - Decoupling the conversations
Overwhelming research evidence on donation in ICU suggests that the timing 
of the donation request to the bereaved family by the HCP for organ donation 
is pivotal to a successful outcome. Ehrle et al, (1999) and Kozlowski (1988) 
found from their studies that the timing of the request is one of the most 
critical elements during the process of approaching the family for organ 
donation in the ICU.
Within the UK it is advocated that the family should not be approached by the 
health care professional for organ donation in the same conversation 
informing them that their relative will not survive, or during the conversation 
informing the relatives that the patient needs brain stem tests to determine 
biological death. Separating these conversations is known as ‘decoupling’. 
Shafer et al, (1999:29) states that “first and foremost, the request for donation 
must be decoupled if at all possible”. The underlying principle behind 
decoupling is that the donation conversation must not take place until the 
family has acknowledged the inevitability of the death of their relative. 
Garrison et al, (1991) report that consent rates for organ donation would 
increase from 18% to 60% if a delay occurs between the breaking bad news 
conversation and the conversation requesting organ donation. Indeed a large 
number of subsequent studies in ICU have indicated that ‘decoupling’ 
improves the consent rate for organ donation (Dejong et al, 1998; Evanisko et 
al, 1998; Niles and Mattice, 1996; Siminoff et al, 2001; Rodrigue et al, 2006). 
Vrtis and Nicely (1993), in their study showed that nurses often rushed the 
donation conversation to the family before they understood fully their relative’s 
death or impending death.
In contrast, Niles and Mattice (1996) demonstrated, in their retrospective ICU 
study about the timing of the approach, that there was very little difference in 
family consent rates whether the request was made before the brain stem 
tests or after. Rodrigue et al (2009) examined factors that influence organ 
donation decisions based on telephone semi-structured interviews with donor 
and non-donor relatives and implied that there was a significant difference; 
18% of families said they would not have consented to donation if the timing
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‘was not good for them', whereas 68% of families said they would consent to 
donation if the timing of the request ‘was good for them'. However, it is 
possible to be critical of the studies by Niles and Mattice (1996) and Rodrigue 
et al (2009) because they were both based on hypothetical questions. It is 
therefore difficult to draw any firm conclusions from the families’ responses to 
these questions or what their response would have been had they been asked 
at the time their relative died or was dying.
3.3.3 Collaborative requesting
‘Collaborative Requesting’ is a model whereby the DTC and the doctor caring 
for the potential donor approach the family together for organ donation 
consent. A number of ICU studies have shown that the presence of the DTC 
with the doctor is beneficial to the outcome, resulting in a greater likelihood of 
a positive response to the request for organ donation (Gortmaker et al, 1996; 
Siminoff et al, 2001; Rodrigue et al, 2006; Brown et al, 2010;). Shafer et al 
(2004) reported that when DTCs and doctors were present together during 
brain stem death conversations, consent rates almost doubled to 63% with 
the DTC present, compared with 34% without the presence of a DTC.
In total contrast, a randomised controlled trial examining the effect of 
Collaborative Requesting (ACRE Trial Collaborators 2009) undertaken in the 
UK in 2007-8, demonstrated that collaborative requesting for organ donation 
to families whose relative was brain stem dead did not significantly increase 
consent rates (ACRE 2009). However, there may be a problem with the 
design of the ACRE study and how the results were reported. The study was 
terminated after 201 organ donor requests, as it showed “no demonstrable 
differences between the groups” (Vincent and Logan, 2012:84). The study 
itself received much attention from HCPs involved in making the request to 
families and was criticised by Vincent and Logan (2012) as being flawed for a 
number of reasons, mainly because the study excluded 14 major trauma 
centres where collaborative requesting had already been proven to be 
successful. A further criticism was that there was no clear definition of what 
collaborative requesting was for the HCP to work with.
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The National Institute for Health and Clinical Excellence (NICE, 2011) recently 
published best practice guidance for HCPs detailing how families should be 
approached for organ donation. The guidance states that by using 
collaborative requesting, the consent rate for donation after circulatory death 
(DCD) was 51 per cent and after brain death (DBD) was 65 per cent. Based 
on information provided by NHS Blood and Transplant UK, NICE guidance 
indicated that a family were seven times more likely to consent to organ 
donation if a DTC was present at the time of the request. The Guidance 
further states that it “is essential in all cases those close to the patient should 
be approached in a professional, compassionate and caring manner and 
given sufficient time to consider the information” (2011:8).
3.3.4 The perspectives of the donor family in the Intensive Care Unit
The UK Donor Family study undertaken by Sque and Long (2003) was 
ground-breaking in that the recommendations from this study helped to shape 
and develop the revision of UK Transplant Donor Family Care Policy (NHS 
BT, 2004). Their study involved face-to-face interviews with 46 donor family 
members and three families who declined donation. The participants who did 
donate were interviewed on three occasions at 3-5, 13-15, and 18-20 months 
post-bereavement (Sque and Long, 2003:1). Their study had three main aims: 
(1) to identify the impact of initial care provided to relatives in terms of 
decision making about donation; (2) to identify ways of enabling relatives to 
make the best choices in their decision-making; and (3) to assess the needs 
for bereavement support.
Key findings from their study were that good initial care was shown to have an 
impact on decision-making and subsequent grief. The use of visual aids was 
identified as important in reinforcing information that had been given to the 
family, for example showing brain scans and x-rays when explaining the injury 
to the family. The DTCs and nurses were seen as pivotal to the overall 
experiences of the family in intensive care. The study concluded that families 
needed time, care and attention (TAC): time, to understand and absorb the 
nature of their relative’s death; attention, to the bereaved family’s role in the
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decision making; and care, that the experience the family had at the time of 
request would stay with them for some time to come (2003:2).
3.4 The donor family in the Emergency Department setting
Identification and referral of patients for organ donation from the ED is a 
relatively new concept in the UK (see Chapter 2), and this is reflected in the 
small number of research studies that have examined issues associated with 
organ referrals from ED departments. Very few studies have addressed the 
needs of the donor family whose relative died in the ED whether in the UK or 
other countries.
The limited number of studies that have focused on organ donation in relation 
to the ED have mainly addressed the missed potential for tissue donation and 
the reasons for non-discussion of organ donation with suddenly bereaved 
families in ED. Wellesley et al (1997) sought the views of 78 relatives 
bereaved after death in the ED in the UK via a telephone interview, to find out 
if suddenly bereaved families would have objected to being asked about 
organ donation. This study reported that the families interviewed would not 
have minded being asked about organ donation following the sudden death of 
their relative. Their study recommended that more public awareness was 
needed about organ donation and that opportunities should be made available 
to help nurses and doctors in ED to improve their confidence to deal with 
organ donation issues (Wellesley et al, 1997:24). However, Wellesley et al 
findings may be problematic given that the question of organ donation was 
posed to the bereaved family some time after the death. It is clearly not 
possible for the family to say what their answer would have been had they 
been approached at the same time as the unexpected death of their relative 
had been announced. However, their study argues for the importance of 
awareness and further training for nurses and doctors in ED.
A service evaluation study undertaken in a UK hospital ED (Loo et al, 2008) 
identified a significant missed potential of tissue donation due to the non­
initiation of discussion with the family. They identified that the key to 
increasing tissue donation from the ED was to encourage the development of
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training programmes for ED staff and for EDs to have an agreed written policy 
which all nurses were aware of. The study also identified the lack of previous 
research literature available on organ and tissue donation from the ED, which 
they cited was a limitation of their own study.
Lewis et al (1993) undertook a retrospective review of medical notes in St 
Louis University Hospital, USA, of all ED deaths in patients younger than 25 
years of age in seven hospitals over a 12 month period. The study examined 
possible reasons why families were not being approached for organ and 
tissue donation in the ED and identified that the main contributing factor was 
the failure to request tissue from families even though the deceased fulfilled 
the donation criteria.
A retrospective review of HCPs performance in identification and referral of 
potential donors was undertaken in a busy trauma hospital in Los Angeles, 
USA (Henderson et al, 1998). The authors wanted to determine if an 
educational programme aimed at HCPs working in the ED would result in an 
increase in donor referrals. Following the review and implementation of the 
education campaign they reported that the referral rate did increase. The 
authors concluded that “Emergency physicians are in a unique position as first 
caregivers to interact with both potential donors and their families” 
(Henderson et al,1998:466).
Morrissey (2008) identified that although nurses working in the ED were 
experienced at breaking bad news, they were lacking in confidence and 
experience in approaching families about organ and tissue donation.
My retrospective audit of deaths undertaken in ED’s (discussed in Chapter 2) 
identified a significant missed potential of solid organ donors from EDs 
(Aubrey et al, 2008). Many health care professionals said the main reason for 
not approaching bereaved families in ED was their lack of confidence in 
undertaking the donation approach, because they felt it was ‘too soon’ after 
bad news had been delivered to the family informing them about the 
inevitability of their relative’s death. This assumption by HCPs that it was ‘too 
soon to ask’, provided me with the motivation to undertake this study with ED
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donor family members. The only people in a position to indicate whether it 
was or was not too soon to ask are the bereaved donor families who were 
approached for organ donation in the ED very soon after their relative had 
been admitted. The key goal of my research was to examine the experiences 
of ED donor families, especially their thoughts about the timing of the initial 
approach for organ donation and who made the approach. Therefore, the 
study will add to the limited knowledge that is available on organ donation 
from EDs.
3.5 Key differences between donation from the Emergency 
Department and Intensive Care Unit.
As discussed in the previous two sections, there is a substantial body of 
research on organ donation from ICU but very little research addressing 
donation for people who die in ED. It is inappropriate to assume that the 
issues relating to requesting organ donation and the trajectory of organ 
donation will be the same in these two contrasting settings because of the 
significant situational differences between the ED and ICU for potential donor 
families. Unlike in the intensive care unit (ICU), the family in the ED will not 
have had time to build a relationship with the medical and nursing staff, nor 
have had time to come to terms with the unexpected and sudden death or 
impending death of their relative (Aubrey et al, 2008).
Sque et al (2003) examined the needs of donor families from ICU. However 
her study did not address the specific needs of those donor families whose 
relative had died in the ED department. The report did cite that five of the 
participant families were identified as potential donors in the ED, but did not 
discuss whether the request was made in the ED or ICU, or make any 
reference to timing and resource issues regarding deaths in ICU. Another 
significant factor is that the study only included donors who were potentially 
brain stem dead or who had actually been diagnosed brain stem dead.
By definition nearly all families in the ED are suddenly and unexpectedly 
bereaved and this represents a key difference between approaching a family 
for organ donation in ED compared with ICU. The unpredictability of the ED 
does not usually allow time for the ED doctors and nurses to alert the DTC to
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be present in the ED, unlike in the ICU. Section 3.3.1 discussed studies that 
have identified the positive benefits of the DTC spending time getting to know 
the family (‘long contact model’) before the organ donation conversation is 
initiated (Kozlowski, 1988; Siminoff et al, 1995; Ehrle et al, 1999; Rodrigue et 
al, 2003: Shafer et al, 2004 ).
The current situation is that newly bereaved or about to be bereaved families 
in the ED may have to wait for the DTC, as the working pattern of the DTC is 
usually 9am-5pm and there is rarely an embedded DTC instantly available 
and in the ED. The ED referrals of a potential donor are often made outside 
of the hours of 9am-5pm. Therefore it remains unclear whether the DTC 
should undertake the initial conversation in relation to potential donors from 
the ED or whether the initial donor conversation should be raised by an ED 
nurse or doctor who may not be familiar with, or confident in, dealing with the 
situation. Henderson et al (1998), as discussed in the previous section, 
recommended that ED doctors are in a prime position to connect with the 
bereaved family regarding organ donation.
In the UK, the current training of DTCs ensures that they have the experience 
and training to undertake a detailed assessment of what the family in ICU 
understands about their relative’s situation in order to meet the needs of the 
family in relation to potential organ donation. This training does not currently 
extend to approaching the bereaved family in the ED. Nor is there evidence of 
training for HCPs, working in ED to bridge the breaking bad news 
conversation with the initial donor conversation. Again, all the training 
provided in the UK focuses on the ICU setting and not the ED.
It is evident from literature discussed in this chapter that there is a shortfall of 
studies that are specific to the needs of the family approached for organ 
donation in the ED, compared with the plethora of studies on the needs of 
families who are approached in the ICU. In order to address the complexities 
of identification and referral of potential organ donors from the ED it is 
essential that further research is undertaken in this area. My study will 
contribute to this field with the aim of benefiting future potential donor families 
by informing policy and practice based on my findings.
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3.6 Motivations of bereaved family to donate organs
This section explores previous research on the reasons why families do or do 
not agree to donation and what factors may contribute to their decision. The 
largest barrier to organ donation in the UK is refusal by the bereaved family: 
“Bereaved families are the critical link in actualising donation from potential 
donors" (Sque and Long-Sutehall, 2011:67). For the financial year 2010/11, 
family consent to donation after brain death was 65%, and family consent to 
donation following circulatory death was 51% (NHSBT 2012f). Many studies, 
using a variety of methodologies, have identified factors which contribute to 
understanding the end-of-life decisions that families make when a request for 
organ donation is made (Pearson et al, 1995; MORI, 1995; Sque and Payne, 
1996; Siminoff et al, 2001; Exiey et al, 2002; Sque et al, 2003, 2006a, 2006b, 
2007; Sanner, 2006; Barber et al, 2006 Long et al, 2006, 2008).
Gore’s study (1992) explored the potential for solid organ donation in 
intensive care units in the UK and identified that the refusal rate was around 
35%. However, the study did not provide data about why relatives refused 
consent for donation. Thus, a two-year audit study^® (MORI, 1995) was 
commissioned by the Department of Health to examine the reasons for non­
donation and relative refusal in intensive care units across the UK. The study 
identified the five most common reasons for refusal as follows;
“Patient had stated that he or she did not wish donation to take place 
Relatives were not sure if the patient would have agreed to donation 
Relatives were divided over the decision to donate 
Relatives felt the patient had suffered enough 
Relatives did not want surgery to the body of their relative”
(MORI 1995:5)
The same study also identified the five main reasons which contributed to the 
likelihood of the family saying yes to organ donation;
The study relates to patients who were potentially brain stem dead and possible DBD 
donors.
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• “The presence of a parent at the time of request
• Patient being aged 15-24 years or over 65 years.
• A planned cremation of the deceased
• The request being made after the second set of brain stem tests
• Lapse of 1 hour and before 24 hours of the first set of brain stem tests”
(MORI,1995:5)
Other studies have cited that knowing the wishes of the deceased contributed 
to the decision to consent or decline donation (Douglas & Daly, 1995; DeJong 
et al, 1998; ExIey et al, 2002). All of these research studies identified similar 
reasons to each other as to why families say yes or no to organ donation in 
the intensive care unit.
In cases of DBD a number of studies also identified that the lack of 
understanding of brain stem death contributed to a lower level of donation, 
and the reasons for this lack of understanding of brain stem death and the 
donation process were related to the level of explanation given to the 
bereaved family by the medical staff (Pearson et al, 1995; Pelletier, 1992; 
Sque et al, 2003). Sque et al (2006a) identified that one factor associated with 
a refusal to donation was because relatives of potential DBD patients wanted 
to be with their relative when the heart stopped beating. Interestingly, because 
of the possibility of DCD some families can now be with their relative when the 
heart stops beating.
A distinctive factor of DBD in ICU is that brain stem death testing to determine 
‘biological death' is usually undertaken prior to the donation request to the 
relative.
3.6.1 Refusal to donate
In 2005 the bereaved family refusal rate for organ donation in the UK was 
reported as 40% (UK Transplant, 2005). This caused major concern amongst 
the transplant community and UK Transplant commissioned a study to 
explore the end-of-life care decision-making and hospital experiences of 26 
bereaved families who declined to donate their relative’s organs (Sque et al.
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2006a). The recruitment process was via media campaigns in the UK and 
from four NHS Hospital Trust intensive care units. The data collection took 
place in 2005 via single face-to-face or telephone interviews.
The findings showed that a family’s decision to decline donation did not 
always depend on the views of the patient or the family, except when it was 
known that the person who died did not want to donate. The authors 
concluded that the family’s view about protecting the body and keeping it 
intact was also very important, as was the timing and manner of the initial 
donation discussion. Their study showed that keeping the body ‘whole’ was a 
recurring theme underpinning the decision not to donate. Sque et al 
(2006b:4) reported “it would appear that the need to protect the body may 
stimulate a tension between the notions of the ‘gift of life’ as supported by 
transplant policy and the ‘sacrifice’ of an unscathed body which must be made 
if organ donation is to proceed ”. Contrasting with many other studies, this 
study recognised tensions between the notion of the ‘gift of life’ and the 
‘sacrifice’ of their relative. The authors recommended the importance of:
“an appreciation and understanding of the two discourses that 
appear to underpin donation decision making that the ‘gift of life’ and 
‘sacrifice’ and the tension that these discourses may exert on 
families during their decision making on organ donation”
(Sque et al, 2006b:5)
However this is a small study and further research is needed to achieve a 
better understanding of the ‘sacrifice’ theory which is in contrast to the ‘gift’ 
theory discussed in the next section.
3.6.2 Organ donation as a gift
Organ donation is often seen as an altruistic gift of life that allows others to 
live on, in which donor families may find some comfort in knowing that their 
gift of an organ has benefited not only the recipient, but all of the recipient’s 
family. This continues to be the accepted view of health care professionals, 
namely that organ donation is a gift, (Vincent and Logan, 2012:82). Wilkinson 
(2003) also notes that altruism is referenced continually by advocates of 
organ donation and transplantation. In Titmuss’s (1970) study of blood
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donation, the main reason he cites for blood donation (and other donation 
types) is an altruistic desire to help others. Rapport and Maggs (2002:495) 
suggested that in order for health professionals to understand why people 
donate (blood) it is important they have a clearer understanding of concepts 
such as altruism.
Efforts to increase the supply of transplantable organs often follow one of two 
modes of promotion: that of altruism or gift-giving, and that of individual rights 
or property rights (Joralemon, 1995) and both of these can be considered 
forms of objectification of the body and its parts. Sharp (1995:369) states “a 
key aspect of the ideological focus on altruism is that it is deliberately 
designed to teach recipients to objectify their new organs as gifts”. The gift 
element has been cited in a number of studies explaining why people donate 
organs (Healy, 2006; Sque and Payne, 1994). The context of the gift 
exchange, the obligation to reciprocate and the strength of the gift exchange 
concept are described in detail by Mauss (1990) who suggests that the giver 
will always be part of the gift. Recipients of organ donation often send out 
letters to the donor families thanking them for ‘their gift', and exchange letters 
of gratitude and updates on the progress of their new organ, which can be 
viewed as giving something back to the donor’s family. Given that the donor 
families in return often receive something positive back, it could be argued 
that the gift of organ donation is not entirely altruistic (Lock, 2002). Bartucci 
and Seller (1988) found that some donor families experienced a yearning for 
some sort of recognition from the recipients for the gift they had bequeathed.
The following two examples from NHSBT (2012g) describe some of the 
thoughts of donors and recipients in relation to a gift given and a gift received.
A 15 year old boy died unexpectedly. His parents and siblings agreed for his 
organs to be donated for transplant:
“His brother and sister miss him just as much. Nothing can ever 
make up for losing a child, but we’ve taken so much comfort from his 
‘gift’ to those who needed a transplant. It’s the greatest gift anyone 
could ever make.”
Parents of a 15 year old male donor
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And a quote from the mother of two teenage boys who both received kidney 
transplants within 12 weeks of each other:
“Thanks to the ‘gift’ of two donors who wanted to help others live
when they died by donating their organs”.
Mother to two kidney recipients.
NHSBT (2012g)
The literature discussed in this section suggests that organ donation is viewed 
as an altruistic gift by donor families, recipients of organs and advocates of 
organ donation and transplantation. However, organ donation may not always 
be totally altruistic. Recipients often reciprocate the gift by saying ‘thank you’ 
and donor families may receive gratification and great comfort (as quoted 
above) knowing that ‘their gift’ was appreciated.
3.7 Discussion and conclusion
The death of the embodied individual is unavoidable and one of the certainties 
of life. Literature discussed in this chapter has demonstrated that the dead 
body is a valuable resource in providing vital organs for people in need of life- 
saving transplants. The body and its body parts are seen as “valuable to the 
individual, the family, the potential recipient and research and society” (Sque 
and Payne, 2006:112). The majority of organs in the UK are removed from 
brain stem dead patients who have usually suffered a catastrophic head injury 
or assault. The introduction of the diagnosis brain stem death in the early 
1970s, brought with it scepticism amongst some professional bodies 
(Joralemon, 1995) and ethicists who suggested that the ‘redefinition of death’ 
was not so much a result of advanced technology but rather a manipulation to 
get more body parts for transplant purposes.
The success of organ transplantation has problematised the human body in 
that the demand for cadaveric organs far outweighs the supply. The literature 
reviewed in the first part of this chapter demonstrated that death of the 
embodied individual is a process which occurs at different phases and is 
dependent upon when families stop thinking of their dead relative as the 
‘person’ that was, but rather as a ‘corpse’.
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Literature reviewed in relation to sudden and unexpected death and the needs 
of relatives informs us that breaking bad news to a ‘newly bereaved' family 
has been identified as a crisis for the patient, the family, and the HCPs, 
(Ordog and Wasserberger, 1986). A wealth of research literature on ICU has 
demonstrated that informing a family that their relative has died or is dying 
should only be delivered by HCPs who have the skill to undertake such a 
delicate task. The transition from bereaved family to a potential donor family is 
a process and the literature reviewed demonstrates that the family of the 
dying are first and foremost bereaved relatives before they are ever potential 
donor families.
The number of organs available for transplant is dependent on the family of 
the deceased agreeing to an organ donation request and that family refusal to 
organ donation is one of the biggest barriers to a successful transplant 
programme. Research suggests that a good understanding of the needs of 
the bereaved family at the time of request for organ donation would result in a 
more positive outcome (Sque et al, 2003). My research will contribute to the 
limited body of literature on the specific needs of the suddenly bereaved 
family, when the request for organ donation is made in the ED.
Identification and referral of patients for organ donation from the ED is a 
relatively new concept as discussed in Chapter 2, and this is indicated in the 
limited number of available research studies on organ referrals from the ED 
departments. Few studies have addressed the needs of the donor family 
whose relative died in the ED, whether in the UK or other countries. An 
extensive literature search examining why families agree to organ donation 
suggests that organ donation as a ‘gift giving' concept appears to be the 
perpetual mantra for those individals and health organisations who are 
advocates for organ donation (Titmuss, 1970; Sque and Payne, 1994; Sharp, 
1995; Rapport and Maggs, 2002; Healy, 2006; Vincent and Logan, 2012). My 
research aims will be able to demonstrate if the families in the ED agree to 
organ donation purely for altruistic reasons, and help quantify Sque et al 
(2006b, 2007) who suggested that one of the reasons families refused organ
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donation was because they wanted to keep the body whole and donating 
organs from an intact body would be deemed as a “sacrifice” (2006b:4).
The majority of patients referred for organ donation for the purpose of 
transplantation are from the intensive care units. Because of the lack of 
available literature on organ donation specific to ED, research literature was 
reviewed on the wider arena of the intensive care unit. Although there is an 
extensive body of research related to approaching suddenly bereaved family 
for organ donation in the intensive care unit, there is very little research 
pertaining to the bereaved family in the ED. However, the dying trajectory in 
the ED is very different for the patient, the family, and the health care 
professionals, in relation to the sudden and unexpected sequence of the 
events for families whose relative dies in the ED compared with the ICU. 
Therefore, it is not appropriate to assume that the trajectory for the organ 
donation process would be the same for the dying patient in the ED and their 
family members compared with the patient in the ICU.
Donor Transplant Coordinators play a significant part in the organ donation 
approach in ICU and there is research evidence to suggest that a more 
favourable outcome occurs if the DTC is present during the initial approach for 
organ donation in the ICU (Siminoff et al, 2001; Rodrigue et al, 2006; Brown 
et al, 2010; Gortmaker et al, 1998). However, there is a lack of research on 
the role of the DTC in relation to organ donation in the ED. My research will 
increase the understanding of the role of the DTC in the ED to the approach 
to families for the organ donation request.
It is important to note that all the studies discussed in this chapter related to 
the experiences of families whose relative donated organs following diagnosis 
of brain stem death. This study has highlighted that there is a lack of literature 
comparing the experiences of families whose relatives donated after 
circulatory death (DCD). Given that DCD is a relatively new concept this is not 
surprising. My research will also consider those donor family experiences 
whose relative donated organs after circulatory death and enable some 
insight from comparisons between patients donating after brain death and
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patients donating after circulatory death, which in turn will contribute to the 
limited body of knowledge.
My research study will contribute to the void in sociological research 
pertaining to the organ donation trajectory within the ED especially in relation 
to the timing of the organ donation request, the relationship dynamics 
between the health care professional and the family and to what extent the 
temporal and spatial dynamics of dying in ED lead to different experiences for 
the family in ED compared with in ICU. By contributing to this much needed 
area, it is hoped that my research on donor family experiences in ED will in 
turn inform us of the specific needs the family have at the timing of the 
approach in the ED and how that differs from the approach to family within the 
ICU. The final aim of my analysis will be to integrate the findings into a 
credible account with explanatory power applicable to the development of 
health care policy and clinical practice.
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Chapter 4
Methodology 
Qualitative Interviews with Bereaved Famiiies
4.0 Introduction
This chapter introduces the aims and purpose of this research and discusses 
why the qualitative method, using in-depth interviews, was chosen to explore 
the identified research problem. The chapter will detail how the research 
process was conducted including the process of recruiting participants, 
gaining access, and the challenges encountered during the recruitment 
phase. Ethical issues will also be discussed as will data collection, data 
analysis and the dissemination of the research findings to key parties.
The proposed study has the potential to increase organ and tissue donation 
from the Emergency Departments (EDs) by contributing to the understanding 
of the donation process and subsequently informing the most effective course 
of action to maximise consent for organ donation in this environment. In order 
to achieve this, one main group of the population has been the focus of this 
study; they are the bereaved families who were approached for organ 
donation consent in the ED very soon after their relative had been admitted to 
the ED. At this time they may or may not have been informed by the medical 
or nursing staff that their relative would not survive. All of the participants in 
this study gave consent for their relatives to donate organs for the purpose of 
transplantation.
4.1 Aims and purpose of the study
This study has explored the bereavement experiences and perspectives of 
those bereaved donor families who were approached for organ donation in 
the ED for the purpose of transplantation. The main aim was to obtain in- 
depth perspectives of key family members particularly in relation to the timing 
of the approach to the family for organ donation consent, how it was done, by
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whom and how this impacted on the on-going experiences of the family. An 
additional aim was to gain an understanding of the trajectory of organ 
donation from consent to the removal of organs, and how the situational and 
temporal context of the ED influences the trajectory experienced by the 
bereaved families. A key aim of the study was to explain to what extent the 
experiences and needs of potential ED donor families are different from the 
needs of donor families in the Intensive Care Unit (ICU).
The overall purpose of this research is to develop a greater understanding of 
the needs of the bereaved family at the time of request for donation in the ED, 
and to explore the social and organisational factors that may or may not 
influence a bereaved family’s decision about whether or not to agree to organ 
donation. It is hoped to use the views and experiences of ED donor families 
to educate health care professionals on how the care given to donor families 
at the time of approach for organ donation in the ED can be improved.
4.2 Research Design: Why chose qualitative research?
The most appropriate research design to achieve the aims of my study was 
qualitative research using in-depth interviews. Mason (1996) states that:
“Through qualitative research we can explore a wide array of 
dimensions of the social world, including the texture and weave of 
everyday life, the understandings, experiences and imaginings of our 
research participants, the ways that social processes, institutions, 
discourses or relationship works and the significance of the 
meanings they generate”
(Mason, 1996:1).
There were two main reasons for choosing qualitative methods were: Firstly, 
with this study there is no specific question to be answered and it required an 
exploratory approach for which qualitative methods are appropriate. Morse
(1997) suggests that the qualitative method would enable a full and sensitive 
investigation of human and social processes derived from the participants’ 
world. Equally, I resonate with Pope and Mays (1995) who state that the 
objective of qualitative research is the “development of concepts which help 
us understand social phenomena in natural settings, giving due emphasis to 
the meanings, experiences and views of the participants” (1995:43). Taking
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into consideration my study aims, a qualitative approach was the obvious 
choice.
It is important that the bereaved family is provided with the opportunity to tell 
their ‘story’ without influence from the researcher. My professional experience 
in working with bereaved families informs me that interviews can be 
therapeutic, in that family members have the opportunity to talk to people 
other than a close family member or are given ‘permission’ to speak about 
their experiences without feeling that they are imposing on the goodwill of 
others. Riches and Dawson (2000) saw a benefit for individuals to tell their 
story and to be listened to without criticism. Hynson (2006) reported from her 
research with bereaved parents that the use of in-depth qualitative interviews 
promoted parent empowerment through determining both the pace and 
content of interviews. Hynson (2006) also reported that the parents who took 
part in the interviews found that the research process was a positive 
experience.
The second reason was related to the difficulty of approaching bereaved 
families to take part in the study. One cannot stress too highly how much 
sensitivity must be applied when researching the experiences of bereaved 
families. Lee (1993) suggests that qualitative methodology is much more 
appropriate when researching sensitive topics. I would have felt 
uncomfortable adopting another method, such as a structured questionnaire, 
as this would have restricted the nature of information that is generated from 
an interviewee and I was concerned that the participant families may perceive 
a survey questionnaire as a cold and insensitive approach.
4.3 The qualitative interview
Qualitative interviewing was the most natural method to choose as I felt this 
would provide an appropriate basis to explore the experiences of the 
bereaved families in detail. The purpose of the qualitative interviews was to 
establish the normal or usual practice related to organ and tissue donation in 
the ED by drawing on the experiences of the bereaved families. Frey and 
Oishi (1995) define interviewing simply as a conversation with a purpose in
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which one person, the interviewer asks prepared questions, and another 
person, the respondent answers the questions. Lofiand and Lofland (1984) 
state that an interview is a directed conversation, and that an intensive 
interview permits an in-depth exploration of a particular topic with a person 
who has had relevant experiences (cited in Charmaz, 2006:25).
As Charmaz (2006:29) states “Qualitative interviewing provides an open- 
ended, in-depth exploration of an aspect of life about which the interviewee 
has substantial experience, often combined with considerable insight”. She 
goes on to say how interviews can elicit views of the person's subjective 
world. When researching sensitive topics it is important that the researcher 
and the method chosen are both appropriate, that the interviews are flexible 
and that the researcher can follow new ideas and issues as they emerge. 
Without adopting a flexible approach the interviews I undertook would have 
been far too staged and would have prevented the participants from really 
expressing themselves through their story.
Mason (1996) highlights that when choosing qualitative interviews the 
researcher holds an epistemological position which allows for a logical way to 
generate data through talking interactively with people, listening and asking 
them questions in order to gain an account of their experiences and analyse 
their use of language. Mason emphasises that the researcher must be aware 
of the epistemological implications of this approach and must be self-critical 
about how much the interviews can provide. Mason states that the interview 
method is heavily dependent on the participants' ability to “verbalise, interact, 
conceptualize and remember” (Mason, 1996:64).
Initially I anticipated adopting an unstructured approach when interviewing 
participants as I thought that this would provide the bereaved families with the 
opportunity to describe their experiences within their own frame of reference. 
However, as Mason (1996:62) points out, it is difficult to have an entirely 
unstructured approach as no research interview can be “completely lacking in 
some form of structure”. I quickly realised this during my first pilot interview. I 
knew the participant well and soon realised it would have been more 
beneficial to have some kind of interview guide. The interview guide helped
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me stay on track and was very useful if any uncomfortable silences 
developed.
I was always conscious of the importance that my interviews were conducted 
in a gentle manner and that I did not cross-examine the participant families, 
but rather explored their experiences. Charmaz (1991) states that interviewers 
who use in-depth interviewing should do so to explore and not to interrogate 
the research participants. My approach and the tone of my voice and body 
language were very much shaped by the rapport with each individual 
participant and I tried to ensure that my approach was flexible during all the 
interviews. I know that my experience of working with bereaved families over 
the last 20 years afforded me the skills to do this
4.4 Brief overview of recruiting bereaved families for interview
In total 50 families were invited to participate in the study, and 20 families 
agreed. The bereaved donor family interviews took place between February 
2008 and May 2011 and were drawn from four organ donation services 
regional areas within the UK. The organ donors died between 2005 and 2010. 
The 20 families interviewed comprised 28 participants, as some families had 
more than one family member present during the interview as detailed in 
Table 4.1.
Seven donor family interviews involved multiple participants; six interviews 
were with two family members and one with three family members. The 
remaining 13 interviews were with one family member.
All 20 interviews were face-to-face and audio taped with the consent of the 
families. Anonymity has been and will be maintained, no data has been 
recorded that could identify any bereaved family participants.
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Table 4.1 Overview characteristics of research participants.
Interview
&NHS
Organ
Donation
Services
Region
Pseudonym 
of deceased
Year
of
death
Date of 
Interview 
by year
Age
range of 
donor
Donor
gender
Pseudonyms 
of family 
member(s) 
Interviewed
Cause of 
death 
of donor
1 .London Ann 2006 2008 20-25 F Mother: Alice Other Trauma - 
Suicide
2 .London Colin 2006 2008 25-30 M Fiancée: Cathy Other Trauma - 
Accident
3 .London Bobby 2006 2008 30-35 M Fiancée: Betty Other Trauma - 
Accident
4 .London Terry 2006 2008 40-45 M Wife: Teresa *ICH
5. London Mrs Evans 2006 70-75 F Daughters: Eva 
& Ettie
ICH
6. London Mrs Frank 2005 2008 70-75 F Niece : Felicity ICH
7. London Geri 2008 2009 20-25 F Father: Gordon 
Siblings: 
Gerlinde & Ged
Other Trauma - 
Suicide
8. London Nicola 2008 2009 50-55 F Husband: 
Norman and 
daughter Nancy
Hypoxic Brain 
Injury
9. London Raymond 2009 2009 55-60 M Wife: Ruth Intracranial
Thrombosis
10.London Kitty 2008 2009 20-25 F Father: Kevin Trauma RTA - 
Pedestrian
11. South 
East (self­
recruited)
Valeria 2005 2010 35-40 F Mother: Vicky ICH
12. South 
Central
Zak 2009 2010 25-30 M Mother: Zana ICH
13. South 
Central
Oscar 2009 2010 25-30 M Parents: Mr and 
Mrs Oats
Trauma assault
14. Eastern 
team
Shamus 2008 2010 55-60 M Wife: Sharon Hypoxic Brain 
Iniury
15. Eastern Larry 2009 2011 55-60 M Wife: Lorna Other Trauma - 
Suicide
16. South 
East
Jack 2007 2011 30-35 M Mother: Mrs 
Johnson & 
girlfriend: Jo
ICH
17. London Henry 2008 2011 40-45 M Brother & Sister 
in law: Harry 
and Hazel
ICH
18. South 
Central
Mrs Morgan 2010 2011 45-50 F Husband: Mr 
Morgan
ICH
19. London Mr Patel 2010 2011 45-50 M Wife: Mrs Patel ICH
20. South 
Central
Donald 2010 2011 50-55 M Brother & 
Sister-in-law: 
David and 
Diane
ICH
1CH -  intra cerebral haemorrhage
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4.5 Non-participating families
This section will review the donor families who were invited into this study but 
declined to take part. It will explore any common themes that may indicate 
why the families refused to take part in the study.
4.5.1 Overview of non-participating famiiies
Of the 50 families invited into this study, 30 families declined to participate. 
From these 30 families, I received 15 definite responses. Eleven families said 
that they did not want to receive any further information and four donor 
families requested further information to be sent to them. On receiving further 
information, all four families declined to take part as they felt that the care they 
had received had been good and therefore they did not wish to enter the 
study.
Of the 15 families who made no response to my initial request for 
participation, I followed up nine families, contacting them by email, letter and 
or by telephone. Following discussion with the DTC involved with six 
remaining families who did not respond, I made the decision not to follow up 
those families for various reasons; one donor family had left the country and 
one DTC involved in the care of three donor families had left the service and it 
was proving very difficult to receive follow-up from his DTC colleagues.
From the nine families where I did make further enquiries, I received seven 
definite ‘no’s’, one letter was returned as the family were no longer at the 
address, and one family who initially expressed an interest changed their 
mind once they had read the further information. Once again the family felt the 
care they had received was good and did not feel the need to enter into the 
study.
When I first proposed to undertake this study in 2004, a colleague expressed 
concern that I would not be able to recruit 20 families into the study because 
so few bereaved families were approached in the ED for organ donation in the 
UK. I am pleased (as I am sure he would be) by the fact that 50 families were
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invited into this study. However, the shortage of ED donor families lengthened 
the time-scale of recruitment into the study.
Most participants in the study wanted to share their story. My assumption is 
that those families who did not participate in the study perhaps did not want to 
share their story, or they felt it would be too upsetting. From the responses 
received from non-participating families , it is clear that five families said they 
did not feel the need to take part in the study as they were satisfied with the 
care they received. However this was not always the case, for example, one 
male bereaved relative with whom I spoke to on the telephone felt it would be 
“too upsetting and bring back painful memories”.
4.5.2 Discussion of non-participating famiiies
Since sixty percent of the families (30/50) initially contacted to participate in 
this research declined it is relevant to further consider this high non­
participation rate.
I felt it was very important to discuss the families who declined to take part in 
the study. Firstly, because of the tremendous amount of time, effort and 
negotiation involved in identifying the donor families and then gaining access 
to them through the ‘gatekeepers’, sending out the letters and the subsequent 
follow up. This huge amount of work is under-reflected in this short summary.
Secondly, I wanted to report that at the start of this study, I was interested in 
assessing whether or not the nature of the death, ‘natural versus violent 
death’ of the potential donor posed any bearing on the family’s decision­
making about consenting to donation or agreeing to take part in the study. 
However, because of the small number of traumatic deaths, I am cautious of 
exploring this further, although it is interesting to note that all the families 
invited into the study who did not take part, involved relatives who died from 
natural causes, unlike in the interview sample which included seven traumatic 
deaths
Thirdly, I also wanted to discuss regret. I felt I had a fairly good response with 
20 families agreeing to take part in this sensitive research study, but in
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hindsight regret not asking the other donor families to give their reasons for 
not wanting to join the study. Only six out of the 30 families gave reasons for 
not wishing to take part; five cited that they were happy with the care they had 
been given and one felt it would have been too upsetting. Knowing why 
families declined to take part in the study may have provided a greater 
understanding of the experiences of the donor family in ED, for example, was 
it because they were all happy with the care they received.
4.6 The research sites and access to the field
When this study was first proposed in 2005 it was anticipated that all the 
participants would be recruited via the North Thames Donor Transplant 
Coordinators (DTC) Team (now known as The London Organ Donation 
Services Team). Indeed permission was granted from the team manager 
subject to ethical clearance. However, due to the selection criteria for 
recruiting the families (discussed in below), it became increasingly clear that I 
would need to approach transplant coordination teams in other regions for 
their support in recruiting bereaved families. This resulted in the recruitment of 
participants from three other regions, the South Central Team, the Eastern 
Team and the South East Team. Given that North Thames was the only team 
to have an active ED organ donation programme, I anticipated that recruiting 
bereaved families who had been approached by, and agreed to, organ 
donation within other regions would be challenging. One positive aspect of 
this was that a major organisational change took place in 2007 under the 
direction of the Department of Health, in which all UK Donor Transplant 
Coordination (DTC) teams were transferred from their existing Hospital Trust 
Employers to central employment at NHS Blood and Transplant (NHSBT). 
This meant that I would only have to approach one research and development 
(R&D) department at NHSBT as opposed to three further NHS Trust R&D 
departments for the remaining DTC teams.
Before discussing access to participants from each region in section 4.7 the 
selection criteria for the study will be described.
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4.6.1 Sample selection criteria
In choosing the sample of bereaved families it was essential to determine 
whether the participants fulfilled the ‘inclusion criteria' and ‘exclusion criteria'. I 
placed particular importance on ensuring that bereaved families should not be 
approached unnecessarily and I was conscious that no undue stress should 
occur by inviting them to participate in the study. In order to achieve this, I 
decided upon specific inclusion and exclusion criteria, which were supported 
as relevant by the Ethics Committees (see Section 4.9) and the local donor 
transplant coordinators.
4.6.2 inclusion criteria
My inclusion criteria were:
• The initial discussion regarding organ donation had to have taken place 
with the members of the family either in the ED or shortly after their 
relative had left the ED and been moved to the recovery area of the 
operating theatres. The rationale for this inclusion criterion was 
because the key goal of the study was to better understand the needs 
of families approached following admission of the donor to the ED.
• At the time of recruitment of the family into the study the death of the 
donor should have occurred between six months and five years 
previously.
• The main member / participant of the bereaved donor family invited into 
the study must be aged 16 years or older, so that they were of an age 
where they could be considered to give informed consent.
4.6.3 Exclusion criteria 
The exclusion criteria were that:
• Those families who had expressed a wish not to be contacted post 
organ donation were not invited into the study, as it was essential that 
their wishes were respected.
• I was acutely aware of the sensitivity of approaching recently bereaved 
families and was led by my professional experience to exclude those
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families bereaved in the last six months. I felt that families should have 
some time since their relative's death before being questioned about 
their experiences. However, two participants took part in the study 
when their relatives had died only four months previously and in each 
case they both said the timescale had no effect or made no difference 
to them. In addition, they felt they could remember more of the practical 
side of the donation process. In retrospect I feel I may have been on 
the 'paternalistic' edge when I placed the six month exclusion criterion 
on the selection process.
Below is the response of a wife who took part in the study four months after 
her husband's death, when asked if she felt this interview was ‘too soon':
Mrs Patel: “No, it was good for me to do now, because I can still
remember and I want to help people to donate”.
Mrs Patel was put forward for the study via a DTC colleague who did not 
know about the six month selection criterion and was confident that it would 
not make a difference to this particular family. The DTC recommended that I 
should still go ahead and formally invite the family as they had already 
expressed informally an interest in participating in the study. However, I still 
feel a minimum of six months following the death of a relative is needed by 
the majority of bereaved families, even though this six month criterion did in 
itself contribute to the delay in inviting families into the study.
• Bereaved donor families whose relatives died more than five years ago 
were not invited into the study. Firstly, because five years ago the 
number of families who had been approached for donation in the ED 
was virtually non-existent, as it was then not common practice to 
approach families in the ED for organ donation. Secondly, the 
researcher's professional experience indicated that some families may 
have ‘moved on' and therefore the consequences of inviting them into 
a study more than five years later may prove to be upsetting for the 
family. Also it may be difficult for the family to recall the events 
surrounding the death and the decision to donate.
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However, one of the study participants did fall just outside the five year 
criterion. This participant, Vicky, was at a UK symposium on organ donation 
where I heard her present an account of her experience when her daughter 
Valeria died from a spontaneous brain haemorrhage and her organs were 
donated for the purpose of transplantation. My interest heightened when she 
told the audience that the suggestion of organ donation had occurred in the 
ED. I discussed my study with her and she expressed an interest in taking 
part and asked if I would send her some further information. I did this via the 
DTC who had been involved in her daughter's care and the DTC was very 
supportive of Vicky joining the study. I indicated that my intention had been 
not to invite bereaved families more than five years post donation and she 
said that she was pleased that she had the opportunity to “talk about her 
daughter ", and to be able to “tell her story ".
4.7 Participant recruitment: Invitation to take part in the study: the
process in each region.
This section details the approach used to recruit families into the study and 
how the approach differed with the four regional donation services teams.
I was particularly conscious not to contact families around significant dates 
such as Christmas, anniversaries of the death or the birthday of the 
deceased. Although interestingly, by the time I had managed to find a date to 
suit the participants, some interviews did fall on or around special occasions. 
On one occasion, I apologised that the interview was very close to the 
anniversary of their relative's death (Donald's family), and they responded by 
saying that it actually helped them to be talking about Donald, especially at 
that particular time.
4.7A London team recruitment
At the start of the recruitment of participants in 2007, I was a DTC working in 
the North Thames Transplant Coordination team, which during the course of 
this research changed to the London Team Donor Coordination Team. As a 
practising clinical DTC, I had strong professional links with my London DTC 
colleagues who fully supported the proposed research. Although this allowed
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me uncomplicated access to approach families from this region, I remained 
conscious throughout the recruitment phase of the study not to abuse my 
position and at all times I worked within my ethical boundaries.
Subject to National Research Ethical Committee approval for the study (see 
Section 4.10), the team manager for the local transplant coordinator team 
gave me permission to approach bereaved families via the DTC team. Once I 
had obtained ethical clearance in July 2007, I was invited to a meeting with 
the London DTC team in which I presented my research proposal and 
explained in detail the purpose and aims of the study and how it would be 
conducted, placing particular emphasis on how the bereaved family 
participants would be recruited. The team were satisfied with my method of 
approaching the family and the proposed selection criteria and agreed to 
assist with the initial contact. It was agreed at the meeting that if any family 
had concerns regarding their experience of the operational aspects of the 
donation process this would be reported back to the DTC directly involved 
with the original donation and would not be dealt with by me.
In total 33 families were invited into this study via the London DTC team. Of 
those 33 families, 12 said yes and 21 families declined the invitation to take 
part in the study. Of the 21 families who declined, some did this within a short 
time of receiving my invitation, whilst I received no communication at all from 
the remaining families. I followed up families who made no response with their 
key DTC to ensure that they had received my letter of invitation. On the 
advice of the individual DTC I telephoned, emailed or re-sent the original letter 
of invitation. I received a good response from this and many families provided 
me with a clear and definite no. Of the 12 families who did take part in the 
study, three were from the group which I had re-approached. All three said 
they had “just not got around to responding", so approaching these families 
again was very valuable. However, there were six families who made no 
further response and these families were not pursued on advice from the DTC 
(see section 4.5).
Working closely with the London DTCs allowed me access to the donor 
database from which I was able to identify which donor families were
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approached for organ donation in the ED or the recovery area. The initial 
contact with the family was made by the key DTC who had looked after the 
donor family when their relative had died and donated organs. Prior to the 
DTC making this initial contact, we met to discuss any concerns that they had 
about the family being approached to take part in the study. I felt that it was 
very important for the family that the initial contact was made by the DTC, 
since he/she already had an established professional relationship with them.
It was the key DTC who provided me with guidance on which family member 
should be approached. The family members invited into the study were 
usually those who had been initially approached for organ donation and had 
been involved in the consent and discussions surrounding the donation of 
organs. The initial approach to the potential participants was made by letter 
or email by the key DTC who then established by phone, letter or email if the 
potential participants were interested in receiving further information from me 
regarding the study. I worked with the specific DTC for each case who 
identified which next of kin from each individual family should be invited into 
the study.
After potential participants had expressed an interest in taking part in the 
study, I sent a letter detailing what the study was about and invited them 
formally to take part in the study (Appendix 6). A participant information sheet 
(Appendix 7) and a copy of the research study consent form (Appendix 8) 
were enclosed with each letter. Participants were invited to contact me if they 
needed to clarify any of the information that had been sent to them. It was 
made clear both on initial contact and in the participant information sheet that 
the study was part of my PhD research.
A stamped addressed envelope was provided for participants’ convenience so 
that they could return the reply slip confirming their willingness to participate in 
the study. Once I received written confirmation that the family would be 
interested in taking part in the study, I contacted them by phone to arrange 
the interview at a time that was convenient for them.
76
4.7.2 Participant recruitment via other DTC teams
Following a presentation of my proposed study to professional colleagues in 
2009, I was approached by one of the South Central DTC team managers 
who asked if I would be interested in recruiting families outside of the London 
region. The South Central Team manager approached me because she felt 
that one of the donor families she knew would be interested in joining the 
study. I was keen to accept her invitation and when I had received approval 
from the Research and Development department of NHSBT, I approached the 
South Central team in the same way as I had the London team and the 
families were invited by the same process.
I also recruited two families from the Eastern Donation team in exactly the 
same way. In addition I recruited one donor family from the South Central 
Team, and one further participant, to whom I referred earlier in this chapter 
(Vicky, Valeria’s mother), was self-recruited and was from the South East 
team.
4.8 Pilot and initial interviews
The process of arranging the interviews was more time-consuming than I had 
anticipated. Various constraints influenced the number of participants who 
could be invited into the study at any one time. During the first phase of pilot 
interviews, I approached only one family as I wanted to pilot the process in 
order to identify any major flaws or misgivings related to the proposed 
process. This one pilot interview took four months in total to organise and 
undertake (including transcription of the tape).
During this initial pilot interview I found it difficult not to comment on some of 
the responses given and on occasions I spoke and advised the family as a 
DTC, rather than listening and observing as a researcher. I also felt that the 
family saw me as a DTC and not as a researcher. Charmaz (2006:26) points 
out that “the interviewer is there to listen, to observe with sensitivity and to 
encourage the person to respond”, which should result in the participant doing 
most of the talking.
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Whilst going through this process of transition from DTC to researcher, I found 
myself in a more vulnerable position than I had anticipated. Going into the 
home of a bereaved family as a DTC equips you with a ‘protective authority', 
as might a nurse's uniform or a doctor's white coat; it separates you from the 
patient and defines roles. Families see you as a HCP which in many ways 
protects you from some of the sensitive and emotional aspects of dealing with 
bereaved families.
I did not anticipate feeling so vulnerable when I removed my DTC hat and I 
was a little nervous as I was out of my comfort zone. Whilst acknowledging 
this, I do not believe that it had a negative effect on the interviews or the 
outcomes. However, as I undertook more interviews I began to adopt the role 
of researcher. The three initial pilot interviews proved very useful as they 
allowed me time to address some of the complexities that emerged from 
being involved in two roles. By the seventh interview, I was much more 
confident and more at home with my role as a researcher. I found that I was 
able to separate the two roles for the first time and really felt that I was first 
and foremost a researcher and not the DTC doing a post-donation follow up 
visit.
4.8.1 Listening process and my response to participant queries
My listening skills improved with each interview and it was obvious from 
playing the tapes back that I had begun to feel much more comfortable and 
was not saying very much by the fourth interview. When some of the concerns 
the families expressed needed the attention of their DTC, I discussed these 
with the participant family member after the interview was finished and the 
tape was switched off. I then reported back to the key DTC who had made the 
initial contact with the family. Many of the families wanted to know the 
progress of the patient who had received an organ transplant from their 
relative. I had anticipated that this would emerge from many of the interviews 
and a feedback system as described below was in place. This had been 
proposed and agreed when I first met with the DTC teams. Any operational 
concerns raised by the family relating to the donation process were reported
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back to the relevant DTC for them to take action. The family was made aware 
that their enquiries would be dealt with by their key DTC.
It was originally proposed that the interviews would last no more than one 
hour. However, I found on a number of occasions that once the interview was 
finished and both myself and the participant were more relaxed, the 
conversation began to flow more naturally, which prompted me to switch the 
tape recorder back on. Following these initial interviews I allowed the 
interview to go on for as long as the family wished to talk and not be too rigid 
with the original planned one hour. I soon began to realise that the richest 
data came when the family were more relaxed and when a good rapport had 
developed between us.
4.8.2 Development of the interviewer -  interviewee relationship
This section discusses some of my own self-analysis which has been 
essential in order to improve my skills and become an effective researcher. 
Although in-depth interviews were the most appropriate method for the study 
and I felt very confident that I had the right experience and skills to undertake 
such sensitive research, I did encounter difficulties. I have had considerable 
experience of visiting bereaved donor families at home, which is standard 
practice at the request of a donor family following donation of a relative’s 
organs. However, I questioned my method very carefully, particularly as I was 
approaching a potentially vulnerable group by inviting bereaved families into 
this study. A major challenge in undertaking this research was the ability to 
separate my two roles otherwise referred to as wearing two hats, one as a 
researcher and the other as a DTC, which proved complex at times. Three of 
the interviews were complicated further as I had been the DTC on duty when 
their relative donated organs, and I was the DTC who had been involved in 
the approach for consent and facilitated the organ donor process (discussed 
in detail in Chapter 8).
I was constantly aware of the potential advantages and disadvantages of 
researching in this familiar field and questioned how well I would be able to 
conduct research as an insider in my own professional area and develop into
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a sociological researcher. Indeed I can resonate with Corbin (Corbin and 
Buckle, 2009), who when referring to herself, said "As a qualitative researcher 
I don’t think being an insider makes me a better or worse researcher: it just 
makes me a different type of researcher” (2009:56).
4.8.3 Data Collection: Conducting the interview
All the participants were asked to sign the consent form (Appendix 8) prior to 
the interview. Before the participant signed the consent form I reiterated the 
purpose of the research and ensured that the family member had understood 
the participant information sheet (Appendix 7) that I had sent them by the post 
some weeks prior to the actual interview appointment. I also explained that I 
was there in my capacity as a researcher and not as a DTC, and that 
following the interview there would be time for them to discuss with me any 
questions they had about the organ donation, which I would take back to their 
key DTC.
Given the nature of the interview, enhanced sensitivity was required. Lee 
(1993) recognises that both the interviewer and those being interviewed are 
likely to feel discomfort about highly sensitive topics. Although I have years of 
professional clinical experience in caring for bereaved families which has 
furnished me with the skills required to interact confidently with the bereaved,
I was still conscious that the dynamics between the family and myself were 
different during the research interview. With each interview I became much 
more comfortable with my position as a researcher, which again changed the 
dynamics.
All 20 interviews were conducted face to face and audio-taped. No one 
expressed any objection to the interview being taped. I was conscious during 
the interview that I should not be totally reliant on the tape and that I should 
listen to the participants in case the recorder broke down and I needed to rely 
on my memory to retrieve the data. Mason gives very good advice in the 
case of failed equipment when she says “not paying full attention to the 
interaction, there will be little you can retrieve from” (1996:77). I planned to 
analyse the non-verbal data that I noted down during the interview and this
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required careful listening and observation. I made notes of my observations 
immediately after each interview in the car, which proved invaluable during 
data analysis.
I felt it was important that the time and place of the interview should be at the 
convenience of the donor family and not me as the researcher. All 20 
interviews were held at a convenient location for the family, 17 were held in 
the privacy of the family's home, two took place in the regional DTCs office at 
the request of participants and one interview took place at the participant’s 
place of work, which was a NHS GP clinic. I was conscious that this interview 
might raise some very emotional issues which may have made it difficult for 
the participant to go straight back to work, so we arranged to conduct the 
interview at the end of her working day.
Going into the home of a donor family changes the dynamic of the relationship 
of the DTC with the donor family, and going in as a researcher changed the 
dynamic even further. I often felt nervous as I was conscious that I was 
invading their privacy to some extent. I was there for my PhD study and not 
because the family had requested a home visit as they sometimes do 
following their relative’s organ donation. The relationship between the DTC 
and the donor family is often complex. It could be said to be unique in that the 
family often identify with the DTC as they are the person who last cared for 
their relative and in whom they have placed a great deal of trust.
When entering the home of the donor family, I always felt incredibly humbled 
and very grateful that I had been invited in. The donor family member would 
often start to talk about their loved one and show personal effects such as 
photographs or a favourite chair. They wanted to let me know that their 
relative was a real person, which really brought home the significance of the 
loss
I started each interview by asking them to tell me in their own words what they 
remembered about what happened at the time of their relative’s donation, 
placing particular emphasis on the timings of when they were asked about 
organ donation. During the interview I attempted to follow my interview guide
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(Appendix 9). However this was not always appropriate as I did not want the 
participants to lose their train of thought and although I maintained the focus 
on the timing of the approach, I allowed the family to tell their own ‘story’. 
Following the interviews all participant families were sent a thank you letter 
(Appendix 10).
Seven of the interviews I conducted involved more than one family member 
being present during the interview. As detailed in Table 4.1, these were the 
families of Mrs Evans, Geri, Nicola, Oscar, Jack, Henry, and Donald. 
Although this did not present any issues for me during the interview, I did 
encounter some minor challenges during the initial analysis and transcription 
of the recorded interview data from these seven families. The transcription 
was particularly challenging as participants tended to talk over each other 
which made it difficult in some parts to understand what had been said. 
During one interview it seemed that one of the participants was actually 
‘reconstructing’ the event as she recounted it, as some of what she said 
happened was difficult to comprehend given that the participant was not at the 
hospital during the time period she was recounting. Another challenge was 
when one family member was dominant over his two adult children and would 
not allow them to tell their story, which may have meant I did not get their full 
version of accounts. As well as challenges of having more than one person 
present during the interview, there were also advantages, as when one family 
member could not recall what had happened, another family member could. In 
summary, although there were advantages and disadvantages in having more 
than one family member present at the interview, apart from lengthening the 
transcription process, there were no major concerns.
4.9 Ethical considerations
The sequence of events, from when a patient is identified as a potential donor 
to the removal of organs and the subsequent transplantation of those organs, 
is a unique and complex process, which can raise complicated and emotional 
issues. The main ethical issues for consideration within this research were 
those of confidentiality and consent from participants during the interview 
stage, and the sensitive nature of the research topic.
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Participant families were reassured that confidentiality of data would be fully 
maintained and that audiotapes and transcribed material would be retained in 
a secure environment compliant with clinical governance and in accordance 
with the Data Protection Act 1998. In order to maintain the anonymity of the 
organ donors, family participants and relevant donor transplant coordinators, 
pseudonyms have been used for everyone involved and has been maintained 
by deleting identifiable personal information from all analysis of the data. 
However, identification of the participating DTC teams will not be anonymous 
and this was made clear when I presented my proposal to the transplant 
coordinator team and the team managers.
From the outset of this study I was very aware of the sensitivity and the 
delicate manner that would be required when approaching bereaved families 
to take part in the study. The debate surrounding the emotive and delicate 
nature of interviewing bereaved families has been given careful consideration 
(Sque, 2000; Lee, 1993; Stroebe and Stroebe, 2003). My extensive 
experience as a HCP with bereaved families informed me that there are many 
bereaved families who want their ‘story to be told', and that one has to be 
careful about being paternalistic and over-protective, as demonstrated by 
some professionals not wanting to invite bereaved families into research 
studies suggesting that it might be too much for them. For example, when I 
approached one DTC about a family whose daughter was killed in a road 
traffic accident, the DTC expressed concern that both the family and the girl’s 
fiancé were “very bereaved and terribly upset’” . The donor had become 
engaged one week before the accident and had celebrated her engagement 
with all her family. I responded by saying that this would appear a normal 
reaction for a family who had just lost their daughter. As this family fell into the 
inclusion criteria I invited them into the study. The outcome was that the father 
of this young girl was delighted that he had been approached about the study 
and he really felt that this was an “opportunity for his daughter’s story to be 
told”. He also had some unanswered questions and he thought that by joining 
the study he may have an opportunity to seek some answers to his questions 
which might help provide some closure for him. My own professional 
experience informs me that families are often very proud that their loved one
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has helped others to ‘live on’ and they welcome the opportunity to share their 
experiences. Equally if families have had a bad experience they may also 
want their voice to be heard.
Interviewing bereaved families can raise some very difficult and emotional 
issues both for the researcher and the participants. It was for this reason that 
I made contact with an external mentor with experience in bereavement 
research to provide me with support and guidance during the interview phase. 
Where appropriate, I gave family members information about bereavement 
support groups such as British Organ Donor Society^^ (BODY), CRUISE and 
the Compassionate Friends, and if necessary I requested their key DTC to 
contact them after the interview.
4.9.1 Gaining ethicai approval
In order to proceed with the proposed study, a favourable ethical opinion was 
required from the NHS National Research Ethics Service (NHS NRES). Due 
to the sensitive nature of studying bereaved families, I had anticipated from 
the start that concerns would be raised by the Ethics Committee. One 
interesting comment made during my NHS NRES interview was that ethical 
approval could be granted as long as:
“I did not approach bereaved families from the Muslim faith as they 
do not donate organs on religious grounds”
(Chair NRES 8th May 2007)
At the NHS NRES interview I explained that I intended to approach any 
families who had donated irrespective of their faith. I was aware that families 
from the Muslim faith do donate and that it is not against their religious beliefs. 
In order to provide some clarity to my research, I found myself presenting a 
lecture on organ donation issues and my role as a DTC to the ethics panel. 
The Ethics Committee interview took place on 8th May 2007 and following 
minor adjustments a favourable ethical opinion was granted in July 2007 
(Appendix 11).
BODY is a charitable organisation and support network for organ and tissue donor families.
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The Research and Development Department of the Chelsea and Westminster 
NHS Trust approved the study in August 2007 and a favourable ethical 
opinion was granted on September 21st 2007 by the University of Surrey 
Ethics Committee (Appendix 12). The process of completing the application 
and gaining NHS ethical approval took nine months in total.
4.10 Analysis of data
All data generated from the 20 interviews was analysed using the grounded 
theory approach (Glaser and Strauss, 1967; Strauss and Corbin, 1990). which 
is described by Strauss and Corbin (1990) as a “systematic set of procedures 
to develop inductively derived grounded theory about a phenomenon” 
(1990:24). Grounded theory was first introduced by Glaser and Strauss in the 
early 1960s following their sociological research which explored dying in 
hospitals. It was during this research study that Glaser and Strauss developed 
the constant comparative method as a fundamental aspect of grounded 
theory. Charmaz states that “grounded theory methods consist of systematic, 
yet flexible guidelines for collecting and analysing qualitative data, to construct 
theories grounded in the data themselves” (2006:2).
The grounded theory approach provided an appropriate method to analyse 
my data. It fitted well with data collected from face-to-face recorded interviews 
and afforded me the opportunity to understand what was going on with the 
bereaved families as opposed to purely describing the situation. In relation to 
grounded theory Corbin and Strauss (2008) say “qualitative research allows 
researchers to get at the inner experience of participants to determine how 
meanings are formed through and in culture and to discover rather than test 
variables” (2008:13). Charmaz (2006:28) states that intensive qualitative 
interviewing fits grounded theory methods particularly well, saying that “both 
grounded theory and intensive interviewing are open ended, yet directed, 
shaped yet emergent and paced yet unrestricted”.
After an exhaustive review of literature on grounded theory (Glaser, 1978; 
Glaser, 1992; Strauss and Corbin, 1990; Miles and Huberman, 1994; Coffey 
and Atkinson, 1996; Strauss and Corbin, 1998; Heath and Cowley, 2004;
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Charmaz, 2006; Walker and Myrick, 2006; Moghaddam, 2006; Scott and 
Howel, 2008) in relation to coding, I decided to follow Strauss and Corbin 
(1990), and adopted the three stages of the coding process for my data 
analysis, ‘open’, ‘axial’ and ‘selective’ with some influence from Glaser (1967). 
Strauss and Corbin (1990) state that:
“Well performed grounded theory meets all the requirements of good 
science, significance, theory observation, compatibility, 
generalisability, reproducibility precision, rigor and verification”
(190:27).
Data analysis is an integral part of the research process and has been 
ongoing throughout the data collection phases of my study. I adopted a 
continuous coding process. Grounded theory coding as described by 
Charmaz (2006) as the “bones of your analysis” (2006:48). Charmaz (2006) 
goes on to say that coding defines what is happening and provides a tool for 
understanding what is happening. Strauss (1987) argues that “the excellence 
of the research rests in part on the excellence of coding” (1987:27). Strauss 
and Corbin (1998) define coding as the process through which “the data is 
fractured, conceptualised and integrated to form theory” (1998:3). Strauss 
advises the researcher to remember that Coding:
1. “Follows upon and leads to generative questions
2. fractures the data, thus freeing the researcher from description and 
forcing interpretation to higher levels of abstraction.
3. is the pivotal operation for moving toward the discovery of a core 
category: and so
4. move towards ultimate integration of the entire analysis: as well as
5. yields the desired conceptual density”
(1987:55).
My analysis began with ‘open coding’ in which I was looking for themes, ideas 
and categories to code. The coding process started as early as the 
transcription, as it was at this stage that common themes started to emerge, 
although I remained open minded until I was in a position to explore the data 
in more detail. The coding allowed me to define categories and as Charmaz
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(2006:47) states by comparing “data with data” we learn what factors our 
research participant’s view as problematic and begin to treat it analytically.
Each interview was analysed as an individual unit in which I examined the 
data line by line and then subjected it to inter-case analysis, which allowed 
constant comparison of data as it developed. The aim of open coding is to 
“open up the inquiry” (Strauss, 1987:29), for me it was the first stage of trying 
to make some sense of my data. Charmaz posits that open coding data is “the 
pivotal link between collecting data and developing an emergent theory to 
explain data” (2006:46). Axial coding, was the second phase of my coding 
process which identified central phenomena and allowed for the 
interconnecting of categories (Creswell, 1998) and the “development of major 
categories” (Charmaz, 2006:60). The third stage of my coding was selective 
coding, where development of the story began to show by further defining 
concepts and sub-concepts identified in the axial stage. Moghaddam (2006:8) 
states that “through selective coding the categories are integrated and 
developed into theory”. During the three stages of selective coding I 
continually asked myself what was happening in the data.
Throughout my study I made an attempt to write memos. After each interview 
I made a record of my meeting, who I had met, where I had met them and 
highlighted any significant observations. I did this in the car immediately after 
the interview whilst it was fresh in my mind, usually speaking into the tape 
recorder or making written notes. The points I recorded in this way acted as a 
valuable developmental tool. Charmaz (2006) states that memo writing is the 
pivotal intermediate step between data collection and writing draft papers. 
She goes on to say that memo writing constitutes a crucial method in 
grounded theory because it prompts the researcher to analyse the data and 
code early in the research process (2006:72).
I also audio recorded my own thoughts after each interview in order to capture 
my feelings at the time, which I have included in my analysis. Throughout the 
study I have been conscious to incorporate all of the material, including 
observation and verbal and non-verbal data noted during the interviews. This
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proved to be crucial material for analysis in conjunction with the data recorded 
on tapes and the transcriptions of those tapes.
In order to ensure familiarity with the data, I listened to the recorded tape 
several times following each interview. I also read the transcription over and, 
by using both familiarisation techniques, I was able to really immerse myself 
into the individual family experiences. This intense familiarity with the data 
allowed me to recognise important ideas and patterns of experiences in 
relation to generating theories. At the outset it had been my intention to 
transcribe all the audiotapes myself. However, due to my work-time 
constraints two of my colleagues undertook the actual transcription of some of 
interviews.
Moghaddam (2006) defined three basic stages that need to be addressed 
during the process of developing grounded theory:
1. “Firstly collection and interpretation of data which is mainly concerned 
with how, why and where early concepts and categories were derived.
2. secondly to abstract the concepts and find theoretical meaning, and 
final stage, and
3. thirdly should present the theory bringing together concepts and 
integrating them into categories which have explanatory power with the 
context of the research".
(2006:8).
Silverman (2005:180) cites that one of the criticisms of using grounded theory 
is its “failure to acknowledge implicit theories which guide work at an early 
stage”. He goes on to say that the grounded theory approach is more 
concerned with the generation of theories than about their testing. Used 
unwisely, grounded theory can degenerate into an “empty building of 
categories or a mere smoke screen used to legitimize purely empiricist 
research”. Acknowledging Silverman’s criticism, I was careful not to produce 
an empty, meaningless tower of information. There is no question that the 
actual ‘coding up method’ I used was a very long and time-consuming 
process, which required intense detailed examination of the data collected 
and continuous comparison to separate the interwoven themes that emerged.
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In summary, the following stages of the grounded theory method were 
adopted to analyse my data. The first stage of my analysis was coding my 
data into topics relevant to my study. The transcription process provided me 
with a basis to start an in-depth analysis of the content of the interviews. 
During the memoing stage I recorded notes that emerged from the coding. 
Writing up my memos was time-consuming and labour-intensive but proved to 
be a valuable part of the process. Throughout all of the stages of analysis a 
pivotal part of the process in the development of theory was constant 
comparison of codes and categories. The final stage of my analysis is as 
described by Birks and Mills (2011:12) which was to produce an “integrated 
and comprehensive grounded theory that explains a process or scheme 
associated with a phenomenon”. By following the process of analysis 
described by Strauss and Corbin (1990), I have aimed to achieve a credible 
and reliable theory based on the data collected throughout my study.
4.11 Dissemination of findings
Exemplar practices will be communicated to the transplant centres and any 
other organisations involved after data analysis has been completed. 
Participants and participating transplant units have been advised that the 
study will be disseminated to the main policy makers for organ and tissue 
donation, such as NHSBT and the Organ Donation Service Teams. It is my 
intention from the study outcomes to develop guidelines for the education and 
development of health care professionals to enable them to provide adequate 
support to bereaved families whose relatives die in the ED, and to produce 
recommendations for increasing organ and tissue donation from ED.
Findings from the initial audit phase of this study (Chapter 2) have already 
been disseminated through a number of health care management publications 
(Aubrey and Lister, 2006) and conference presentations to the British 
Transplant Society (Aubrey, 2007), NHS Blood and Transplant National 
Congress (Aubrey, 2012), British Association of Emergency Doctors and 
Emergency Nurses, Association of Anaesthetists, and European Transplant 
Coordinators Association as well as in one academic journal (Aubrey et al,
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2008). It is anticipated that further papers and publications will be based on 
analysis of the qualitative interviews.
4.12 Conclusion
This chapter has provided a detailed account of the methods adopted to 
explore my research aims associated with the timing of the approach for 
organ donation in the ED, who makes the approach to the bereaved family 
and how the approach is undertaken. I have discussed why qualitative in- 
depth interviews were chosen to achieve the aims of this study and have 
discussed the complexities that can arise when a researcher is familiar with 
the field that they are researching. I have discussed why and how the data 
collected was analysed through the grounded theory approach.
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Chapter 5
Approaching the Family for Organ Donation in the 
Emergency Department
5.0 Introduction
Chapters 5 and 6 will analyse responses of the participants in relation to the 
initial approach to the bereaved family for organ donation in the Emergency 
Department (ED) whilst their relative was still alive. I will explore the 
participants’ views relating to when and who approached the family and 
whether this made any significant difference to how the family reacted to the 
initial approach. The data analysis shows that whilst the approaches were 
non-problematic for 13 participant families, for seven other families the initial 
approach for organ donation was problematic.
Chapter 5 will focus on the responses from the 13 donor families whose 
experience demonstrated that the initial approach for organ donation was 
timely, caring and supportive. Chapter 6 will concentrate on the analysis of the 
responses of the seven participant families whose experience was 
problematic when the initial donor conversation took place.
Firstly, in order to provide some clarity for the reader, an overview is provided 
of all the participants in this study, the location of the initial approach, and who 
initiated the donor conversation.
5.1 Overview of the twenty families who participated in the study
As described in the methodology chapter (Chapter 4), interviews with the 20 
families involved 28 family members, as seven families had more that one 
family member present at the interview. Table 5.1 shows that one interview 
included two daughters (Mrs Evans), one interview included both parents 
(Oscar), two interviews included the donor’s brother and his wife (Donald and 
Henry), one interview included the father and two siblings (Geri), one 
interview included a mother and girlfriend (Jack) and one interview included 
the donor’s husband and their daughter (Nicola).
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The age range of the organ donors was between 20 and 76 years with 12 of 
the donors being male and eight were female. The cause of death varied; 13 
donors died from natural causes, mainly spontaneous bleeds from within the 
brain, whilst the remaining seven donors had traumatic and violent deaths: 
three committed suicide; three died from head injuries as a result of an 
assault (manslaughter); and one donor was a pedestrian who sustained fatal 
head injuries after being hit by a vehicle.
In 19 of the 20 families who participated in the study, the subject of organ 
donation was first raised whilst the patient was in the ED; all the donors were 
alive at the time of request. One donor participant, Teresa, could not quite 
recall which department she was in or if her husband Terry was still in the ED 
or if he had been moved to the Intensive Care Unit (ICU) when the subject 
was raised, although she thinks it may have been in the ED as it happened 
very quickly after reaching the hospital. However, information obtained from 
the DTC indicated the family was first approached in the ED, which is why 
they were invited into the study.
Of the 20 donor families who participated in the study, ten of the initial 
approaches were made by medical staff, four were made by ED nurses, three 
by the Donor Transplant Coordinators (DTC) after they had been called in by 
the ED Doctor, in one case the topic was first discussed by the police officer 
who had escorted the family to the hospital and two discussions were initiated 
by the family (Table 5.1).
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Table 5.1 Overview of sample characteristic and who made the initial 
approach about organ donation.
Pseudonym 
of donor
Donor
gender
Pseudonym 
family member 
present when 
initial approach 
was made
Cause of death ^initial approach 
for organ 
donation
Ann F Mother: Alice Other Trauma - 
Suicide
Doctor
Colin M Fiancée: Cathy Other Trauma - 
Accident
Nurse
Bobby M Fiancée: Betty Other Trauma - 
Accident
Nurse
Terry M Wife: Teresa ICH Nurse
Mrs Evans F Daughters: Eva 
& Ettie & son 
Eddie^^
ICH Doctor
Mrs Frank F Niece: Felicity ICH Doctor
Geri F Father: Gordon 
Siblings: 
Gerlinde & Ged
Other Trauma - 
Suicide
Police Officer
Nicola F Husband:
Norman.
Daughter:
Nancy
Hypoxic Brain 
Injury
Family initiated
Raymond M Wife: Ruth Intracranial
Thrombosis
Doctor
Kitty F Father: Kevin Trauma RTA - 
Pedestrian
Doctor
Valeria F Mother: Vicky ICH Family initiated
Zak M Mother: Zana ICH Doctor
Oscar M Parents: Mr and 
Mrs Oats
Assault-head injury Doctor
Shamus M Wife: Sharon Hypoxic Brain 
Injury
DTC
Larry M Wife: Lorna Other Trauma - 
Suicide
DTC
Jack M Mother: Mrs 
Johnson. 
Girlfriend: Jo
ICH Doctor
Henry M Brother: Harry,
Sister-in-law:
Hazel
ICH Nurse
Mrs Morgan F Husband: Mr 
Morgan
ICH Doctor
Mr Patel M Wife: Mrs Patel ICH DTC
Donald M Brother: David,
Sister-in-law:
Diane
ICH Doctor (via phone)
*Who initiated approach:
10 Doctor Approaches 
4 nurse only approaches.
3 Donor Transplant Coordinator approaches 
2 family initiated approach 
1 Police Officer
ICH_lntra Cerebral Haemorrhage
12 Mrs Evans, son Eddie was present when the family were approached about organ 
donation, however he was not present during the research interview.
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5.2 Timely, caring and supportive approaches
The aim of this Chapter is to provide a detailed account of each of the 13 
bereaved families and of the circumstances surrounding the sudden and 
unexpected death of their relative, together with the experiences of the family 
members when they were approached for organ donation whilst their relative 
was still alive but critically ill. These 13 participant families considered that the 
approach had been appropriate despite the initial discussion about organ 
donation being broached very soon after the family had been informed that 
their relative would not survive. Three main common themes emerged for 
these families. Firstly, they did not have any concerns about who or when the 
approach for organ donation was made; for all 13 families discussed in this 
chapter, the approach was considered timely. Secondly, all of them used very 
similar descriptions for the health care professional when referring to how  they 
had been approached initially, as caring, gentle and supportive. Thirdly, all 13 
families had agreed to speak to the DTC before they were introduced; they 
knew that the DTC was coming to see them and understood why he or she 
was coming.
5.2.1 Overview of individuals who made the initiai approach
Four categories of professionals were involved in the initial organ donation 
conversation with the family of potential organ donors in the ED (see Table 
5.1). Three of the main groups were Health Care Professionals (HCPs); the 
ED doctor, the ED nurse and the DTC; a Police Officer falls into the fourth 
‘other group” category.
Of the 13 families who experienced non-problematic approaches, seven were 
initiated by the ED doctor, three by the ED nurse, two by the donor family and 
one initial approach was by a police officer (see Table 5.2).The DTC was not 
involved in any of the initial ‘non-problematic’ approaches.
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Table 5.2 Overview o f the 13 ‘non-problem atic’ donation approaches
Health Care professional who 
made Initial donation approach
Donor name Number of 
approaches made
ED Doctor Ann, Mrs Frank, Kitty, 
Oscar, Raymond, Jack, 
Mrs Morgan
7
ED Nurse Bobby, Henry, Terry 3
Donor Transplant Coordinator 0
Family initiated Nicola, Valeria 2
Police Officer Geri 1
5.3 Rapid approach
This section will focus on the five families who were approached about organ 
donation by the ED nurse or doctor very soon after they had arrived in the ED. 
We can see from the data extracted from the interviews with family members 
that the approach was not ‘too soon' for them, and was very much pertinent 
timing for these particular families.
Oscar was a young man who died following an assault which left him with 
catastrophic head injuries. During my interview with his parents, Mr and Mrs 
Oats, they told me about their experience of when they were first approached 
about organ donation in the ED. I asked them if they knew how ill their son 
was when they were first asked to consider organ donation.
Mrs Oats: Well, when they ask you that, you do! (asked for his organs).
They hadn’t actually pronounced him dead as such, but we 
put two and two together.
HCPs who have specialised training to approach bereaved families about 
organ donation would not advocate this kind of approach and it would not be 
seen as best practice (discussed in Chapter 3). I asked them both what they 
remembered about the actual first approach;
Mrs Oats: They did say “Have you thought about organ donation”? And
I said “yes”.
Researcher: When did they (the doctors) mention organ donation?
Mrs Oats: Well actually when we were in A&E. I can’t remember just
who asked us!
Mr Oats: One of the surgeons?
Mrs Oats: Was it one of the surgeons? No surgeons, not the surgeons.
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Mr Oats: No, it was hmm.
Mrs Oats: Policeman?
Mrs Oats: No, it was (DTC) that sent us the letters
Mr Oats: No, we did not see him until we were on the ward. It wasn't
him it was that other little doctor who had the glasses and he 
said “have you ever thought about organ donation”, and “you 
know that sort of thing” (things were bad), and we said “yes” 
because we were great believers in it.
Mr and Mrs Oats could not quite remember who approached them in ED. For 
this family, the FICP who approached them, the doctor in this case, had no 
influence on their decision to agree to donate. We know from the timing that 
the approach to Oscar’s parents was very early and may have been made 
before the doctor established just how much they understood about Oscar’s 
critical situation. Yet this family had the highest regard for the doctors and 
“could not fault them”. This family did not regret donating their son’s organs 
and did not have any concerns about the timing of the approach. I asked 
Oscar’s parents if they wanted to offer any advice on how the approach 
should be made:
Mrs Oats: We were in shock, the way it was said, it was out of the blue,
out of the blue, but it was said with feeling you know. “Have 
you ever thought about organ donation?” He was subtle with 
it, yes subtle, quiet voice. To be perfectly honest, you can’t 
fault anything.
Oscar’s parents did not appear to be offended or concerned in any way by 
how and who approached them. However I would argue that by suggesting 
the approach was “out of the blue” it may have taken them aback. It would 
seem that the doctor’s caring approach made this bearable for Mr and Mrs 
Oats and the “quiet subtle” voice of the doctor appeared to be of significance 
to this family. They said “yes” immediately, his mother also told me later in our 
conversation that “deep down” she knew her son would not survive. Knowing 
that there was no hope left that her son would survive took her to a place 
where she was ready to have the donor conversation. Even though she had 
not been prepared by the ED doctor to have the conversation it seems that 
Mrs Oats had prepared herself for the worst whilst waiting to speak to the 
doctor.
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Bobby was a young man who died after sustaining a fatal head injury 
following an assault. His girlfriend, Betty, was approached for organ donation 
very soon after she arrived in the ED. It was evident throughout our interview 
that at the time of the approach she had very little understanding of what was 
happening and why it was happening. Betty actually thought at one point in 
the donation conversation that it was being suggested that Bobby would need 
to have a brain transplant. She referred to how she had told the ED doctors 
that they could use part of her brain to help Bobby on a number of occasions 
during the interview.
As part of the interview I asked Betty on three occasions if she understood 
how ill Bobby was when the ED nurse asked about organ donation and each 
time she did not answer the question, and she just repeatedly discussed that 
if Bobby had been younger he might have survived. At the time of 
transcription and from my own field notes, I recorded that Betty seemed very 
protective about the doctors and nurses and how the approach was managed, 
almost as if she did not want to admit that she had not understood how ill her 
partner had been when she was asked about organ donation.
Researcher: What happened when you were approached for donation?
Betty: Well, most of us were in the relatives’ room and he’d been
taken down for a scan and the nurse, who had been with us 
basically for the whole time, explained it to us and then the 
consultant came in... Obviously they knew that he’d actually 
passed away and they then said something, “Have you ever 
thought about donating his organs?” So (nervously laughs), 
so I felt really silly I knew that he obviously hit his head so I 
said to him “you can take a part of my brain”.
Researcher: So they asked you really before you understood?
Betty did not answer that question but went on to say:
Betty: They said (the nurse) “have you thought about being a
donor?” and we all looked at each other and I said “He’d only 
just recently renewed his paper licence into a card licence”. I 
knew that he was an organ donor, but he didn’t want anything 
to do with his eyes because he had problems with his eyes 
when he was a child.
Researcher: So, just go back to when they first talked about organ
donation and you wanted to give part of your brain.
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Betty: Well no, that was the consultant who came in and said “had
he been a six year old boy we might have been able to save 
him” and I said “you can take part of my brain”, and I looked at 
the others.
Researcher: So, when donation was first mentioned to you, had someone
told you that Bobby had not survived (could not survive).
Betty: No, No. But hmm, it's actually been a comfort because now
we know. He died way too early, he was only 36 when he died
and when we found out the good that he’s done it actually 
helps you. I mean at the time, and you do, feel quite sorry for 
yourself and why has it happened to you sort of thing and 
when you’re rereading the letters (letters about the organ 
recipients) sort of thing, it’s a real comfort.
Researcher: So, they asked you? They talked about organ donation
before you understood that Bobby was going to die?
Betty: They (the staff) were very nice, the staff were wonderful.
From this interview extract with Betty and indeed further analyses of her 
interview data, it was difficult to come to any definitive conclusion about how 
Betty felt about who approached her and it seemed that the timing of the 
initial approach and who approached her did not have any bearing on her 
response. Betty told me that she and her family were looked after very well. 
She also felt that Bobby received excellent care and felt very proud that six 
doctors looked at his scans (brain scans that would have shown the extent of 
the damage to his brain). There is no evidence to suggest that the designation 
of the person who made the approach or when the approach was made had 
any influence on Betty’s response. Betty was clearly in deep shock from the 
events which followed what had been a usual evening out for her and Bobby: 
She was suddenly plunged into turmoil and all of it was out of her control. 
Betty witnessed Bobby being attacked by a gang of youths, and then a few 
hours later she was in ED being told that he was not going to survive. Clearly 
the organ donor conversation was not Betty’s main concern, it was the fact 
that she had been informed that Bobby was going to die.
Terry was a man in his early forties who went to work one day and never 
arrived home. He collapsed at work and was taken to the ED where he was 
diagnosed with a massive brain haemorrhage. The bleed was large and 
caused so much damage that the doctors were not able to do any more for
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him. His wife, Teresa, was called to the hospital and was informed about his 
critical condition. During the interview with Teresa, when I asked her about 
organ donation, it seems she could not quite recall where she was when she 
was asked, and who asked her about donation. She could visualise the nurse 
but could not remember the conversation apart from the fact that the nurse 
had started to say that they needed to think about organ donation to which her 
response was a definite yes. The timing of the approach was not an issue for 
her at all. She remembers being cared for and that is what was important for 
her. I asked if she had any regrets about her decision to consent to organ 
donation.
Teresa: Absolutely, no regrets at all and the care was first class, you
know, from what I can remember of it.
Teresa, Terry’s wife, was asked about organ donation by the ED nurse very 
soon after she arrived at the hospital, but did not express any concerns about 
when, how or by whom she was approached. For Teresa, the approach for 
organ donation seemed a ‘natural course of events’, it did not matter to her 
who made the approach, Teresa was clearly in a state of great shock and 
could not recall specific details in relation to the initial conversation with the 
ED nurse and being asked about donating Terry’s organs.
Raymond, a man in his late fifties, was sitting at home one evening when he 
complained of a headache. He had been ill and was seeing a specialist doctor 
about his headaches. As a precaution, his wife Ruth phoned an ambulance 
and he was taken to the ED. Although he had previously been unwell, it was a 
shock for Ruth and her family when they were told that Raymond’s condition 
had worsened so much that he was critical and would not survive. Very soon 
after receiving this shocking news, the ED doctor asked Ruth if Raymond was 
on the Organ Donor Register.
Ruth: When we were still there (in ED) this doctor approached and
said “was your husband an organ donor?” And I said “yes”. 
He said (the doctor) “did he carry a card?” was how he 
actually put it, and I said “yes, no, I don’t know”, and I 
remember babbling like that. Then this other woman doctor 
put her hand on my shoulder and said “it’s ok”. The male 
doctor who had asked the question went away and came
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back and said “he is on the organ donor register”. By which 
time my mind had been working overtime again, and I knew 
he was “a donor card kind of person”.
Although the initial question about organ donation was asked very quickly, it 
was not a problem for Ruth, and this appeared to be because she understood 
how ill her husband was. She knew before donation had been mentioned that 
her husband had no hope of recovery; the doctors had explained in detail 
about what was happening before they mentioned organ donation. I asked 
Ruth about when the approach was made and how she felt about the timing of 
the actual approach and if she had any concerns about how soon the 
approach was made.
Ruth: It seemed to me, immediately, within minutes, they said “do
you want to sit with him”? And I remember sitting with him and 
within minutes the male doctor was asking the question 
(about organ donation). I didn't mind, because I understand 
the urgency of it. I'm a donor card person myself.
It is clear from the interview that Ruth was prepared to have the donor 
conversation at the time it occurred.
Mrs Morgan, a lady in her mid-forties, and her husband were enjoying a glass 
of wine in the local wine bar after work one Friday afternoon and looking 
forward to the weekend. Mrs Morgan complained of a severe headache and 
collapsed. She was rushed to hospital and her husband, Mr Morgan, followed 
behind her. When Mr Morgan eventually got to the hospital by taxi, he was 
told that his wife had had a bleed on the brain and that there was nothing that 
could be done for her:
Mr Morgan: The doctors explained to me that her brain had been pushed
over, right to the other side of her head and he (the ED 
doctor) asked me if she was an organ donor.
The doctors explained to Mr Morgan that his wife would not survive and asked 
the question about organ donation in the same conversation. One can only 
begin to imagine how shocked Mr Morgan was. He was being told his wife 
would not survive and in the same breath was being asked to consider organ
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donation. I asked Mr Morgan how he felt when the doctor told him how ill his 
wife was:
Mr Morgan: I was quite stunned, one and half hours earlier we’d been sat
in the pub having a drink and here he was (the ED doctor) 
telling me that she is basically dead!
I asked Mr Morgan how he felt about the doctor speaking to him about organ 
donation so soon after been informed about his wife’s sudden collapse and 
the devastating outcome.
Mr Morgan: Nothing wrong with the way he did it at all, nothing at all. He
(the neuro surgeon) asked me if she was an organ donor, and 
I said “she was”. She used to carry a donor card, but I think 
when she lost her purse, she never got another card, so it 
went on from there.
Despite Mr Morgan’s situation, he had nothing but praise for how the ED 
nursing staff and doctors cared for him and his wife. There was no evidence 
to suggest that Mr Morgan’s response was influenced by who or how the 
initial approach about organ donation was made.
Oscar, Bobby, Terry, Raymond and Mrs Morgan were all relatively young and 
died suddenly and prematurely. Oscar’s and Bobby’s deaths were very 
traumatic in that they died as a result of an assault. Terry and Mrs Morgan 
both died of sudden brain haemorrhages and had no previous illness, and 
even though Raymond had been unwell prior to going to ED, his death was 
unexpected. Although the experience was unique to each individual family, it 
seemed during these shocking times that many of the families could not quite 
recall the whole events of when the initial donation discussion took place in 
the ED. The families of Bobby, Oscar and Terry’s could not recall some of the 
details about when they were initially asked about organ donation, however 
they did remember feeling cared for by the ED Doctors and the nurses. Mrs 
Morgan’s husband, Mr Morgan, could recall the events, but told me he was 
“quite stunned” when the doctors told him his wife would not survive, but 
again he could not fault the care he received at the time in ED. The care the 
family received was an essential ingredient to the development of a trusting 
relationship between these families and the HCPs. Whilst it is not conclusive
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that the care they received made a difference to their response when the 
initial discussion took place about organ donation, I would argue that it was 
important to the families in that the care given to them provided a protective 
blanket that gave them some small comfort in the midst of their despair.
5.4 A  tim e to  th ink
This section analyses the experiences of two families who were given more 
time than the families discussed in Section 5.3 before the question about 
organ donation was raised. Again, in contrast to an approach that would be 
made in the intensive care unit, the question about organ donation was asked 
very soon after the family had been told about their relative’s critical condition 
or imminent death. There is no evidence to suggest that the approach for 
donation was made ‘too soon’ for the families discussed in this section.
Jack was a fit and healthy young man in his early thirties. He had not suffered 
with any health problems before he collapsed suddenly at work and was 
rushed into hospital. His girlfriend, Jo, and his mother, Mrs Johnson, were 
called to the hospital where he had been admitted. Jo, who arrived first, told 
me that initially it did not seem to be ‘too serious’. In fact the doctors thought 
that Jack’s condition was alcohol related until he became unconscious and 
they rushed him to have a brain scan. This is when Jo asked Jack’s mother to 
come to the hospital quickly, because his condition had become very serious.
This family it seems were approached for organ donation in the ED very soon 
after they had been told that there was little more that could be done for Jack. 
Jack and Jo had said goodbye to each other in the morning and both were 
looking forward to spending a quiet night at home that evening. Instead, five 
hours after saying goodbye, Jo was in a hospital waiting room being told that 
Jack was going to die. A short time after that news was delivered to her, the 
ED doctor caring for Jack asked if she would think about donating his organs. 
Jo was approached about fifteen minutes after she had been given the news 
that Jack would not survive his massive brain bleed.
Researcher What about the timing of the approach, when the doctor 
asked you?
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Jo: I think it was jolly good really, I mean he gave us time to take
everything in didn't he? (looking at Mrs Johnson). He (the 
doctor), was a very caring, very gentle person and he didn't 
pester us or anything. He (the doctor) said “Could you 
consider it?” (organ donation). And that’s what we did, and he 
left it up to us to go to him if we wanted it to happen.
Jo was on her own at the time and wanted to wait for Jack’s mother, Mrs 
Johnson, before she agreed to donation. Once Jo and Mrs Johnson had the 
opportunity to discuss donation together, they both said yes. I would argue 
that allowing Jo and Mrs Johnson time to think about organ donation, coupled 
with the ED doctor’s caring, gentle and unaggressive approach, provided a 
safe and trusting environment for the family to make their decision.
Researcher: Did you feel, when you consented for donation was there
anything around that timing that gave you some control back?
Jo: No, I wasn’t really thinking that at the time, I was just glad that
we were given the opportunity, you know, that they weren’t 
too frightened to ask. I think that it’s very brave of them to be 
able to approach someone in those sort of situations, it must 
be very difficult for them.
Jo perceived the role of the requestor as difficult and displayed concern that 
approaching a suddenly bereaved family for organ donation was problematic, 
although she was pleased that they had been approached by the doctors and 
were grateful that they were not “too frightened to ask”.
Mrs Frank, a lady in her seventies, who had previously been fit and well, 
collapsed without warning. Her relatives were called to the ED and told by the 
ED doctor that she would not survive as she had suffered a very large brain 
haemorrhage. Mrs Frank’s estranged husband lived aboard and she had no 
children of her own but she was very close to her nieces and nephew who 
were at the hospital with her. The ED doctor explained to the family that they 
(the hospital) would need to do some tests as they believed from her brain 
scan results that she was probably brain stem dead. I interviewed Mrs Frank’s 
niece, Felicity, who was the person who had been approached.
Researcher: Can you remember how soon you were approached after
being told your aunty would not survive?
103
Felicity: It wasn’t quite an hour after. We’d had enough time. I felt we
had enough time to take everything in and I think they told us 
she wouldn’t survive, and we didn’t feel that it was too soon, 
you know. The lady (doctor) who approached us, she 
approached us, very, very understanding you know, she 
asked us about organ donation, but understood if it wasn’t 
something that we wanted to do, that was alright.
It would seem that this family, although in shock, felt that they had been given 
enough time to understand what was happening to their aunty before they 
were approached for organ donation.
In both cases, for Jack and Mrs Frank, the family were told that there was no 
hope of any recovery, and it seems that both families were allowed some time 
before the discussion of organ donation was raised. Both families understood 
that their relative was not going to survive, and therefore the timing of the 
initial organ donation discussion was right and appropriate for them. Similar to 
the families discussed in section 5.3 both families said that they felt cared for 
by the ED doctors and nurses. Importantly, in a similar vein to other families 
discussed in this chapter, they agreed to organ donation before the DTC was 
brought in to see them.
In comparison with the families discussed in section 5.3, the families in this 
section both had some time before the question of organ donation was raised, 
the initiation of the organ donation conversation was not made in the same 
sentence as informing them that their relative was dying. The commonality 
shared between all families discussed in sections 5.3 and 5.4 is that they 
knew that their relative was not going to survive. Whilst to an outsider the very 
thought of approaching the family for their relatives organs so soon may seem 
highly inappropriate, what is important is that the approach was undertaken at 
a time that was right for each individual family in a caring and supportive way. 
A significant finding is that the families all felt cared for, which I argue is an 
essential ingredient in the development of a trust between the organ donor 
requestor and the bereaved family.
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5.5 A natural request seen as a natural progression
This section will discuss the experiences of three families who considered the 
request for organ donation was a natural progression from being given the 
“worst news one can imagine”.
Henry was an unmarried 47 year old man who was found collapsed on the 
floor at home by his brother Harry. He was rushed to the ED and, following a 
brain scan, Harry and his wife. Hazel, were told that Henry had suffered a 
brain haemorrhage from which he would not recover. Very shortly after being 
given this news the ED nurse asked them if they would like to see someone to 
talk about organ donation. The family were approached by an ED nurse very 
soon after they had been told how critically ill Henry was and, from our 
discussion, it was clear that they understood that Henry would not survive. 
Although it would seem that they had very little time to absorb the information 
before they were formally approached for organ donation by the DTC, it was 
long enough for them having had the prior brief donor conversation with the 
ED nurse. The organ donation option was seen as a natural course of 
progression for them.
Harry: A nurse came in, I can’t remember who it was because it was
all a bit confusing and said that there was somebody that 
would like to talk us about the possibility of transplant, and 
how did we feel about that, and I felt completely at peace 
about that. Having been assured that he was not going to 
recover and knowing the kind of person he was, he had a 
strong Christian faith, was always looking to help others, a 
very compassionate person, so I knew that, as far as he was 
concerned, then that was fine.
Again, knowing that there was no hope of recovery gave Harry the assurance 
to agree to donation, for despite the speed of the approach, organ donation 
seemed a nafi/ra/thing to do.
Researcher: So, when the nurse in the ED spoke to you, it sounded like
you knew your brother wasn’t going to survive?
Harry: Yeah, as far as we were aware, and having spoken to the
doctor, and that they’d run many tests, that although he was 
being kept alive artificially, in a way that there was no 
likelihood of him regaining any consciousness or having any
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value to his life whatsoever, and so we were then asked about 
the possibility of transplant.
Harry understood that his brother was not going to survive and was ready 
when the request for donation was made.
Ann, was a young woman in her early twenties who died following suicide 
involving a fall. During my interview with Alice, Ann's mother, she told me that 
when she arrived at the hospital she was met by a policeman who had been 
involved in her daughter’s care. When she saw the policeman she said she 
instinctively knew that this would “not be good news”. Ann had had a troubled 
past, and during the interview Alice said she “always knew this day would 
come”. When Alice arrived in the ED she was directed to the relatives’ waiting 
area and the doctor came and spoke to her. Alice was informed that her 
daughter had suffered a catastrophic head injury that was not compatible with 
life. It was during the same conversation that she was asked if she would 
consider organ donation. I asked Alice what she remembered when the ED 
doctor first broached the subject of organ donation.
Alice: The doctor quite quickly went on to talk about donation. I
seem to remember there was like a huge silence, she was 
quite gentle, but matter of fact. She allowed me time, quite 
funny because I didn’t question her. She had told me that it 
was “catastrophic, not sustainable with life”. I didn’t question 
her, because I just knew. I instinctively knew, I would not have 
been given that news if anything could have been done to 
save her. So when the doctor mentioned the organ donation, 
she did it in a way that felt quite natural.
I asked Alice if she felt the doctor had asked her too soon.
Alice: I had just been given the worst news ever, that any mother
could expect to be given, and already they’re moving on to 
asking for, raising the subject of organ donation. It seemed 
quite a natural progression in the sequence of events.
The initial request was very soon after being given the news that her daughter 
would not survive yet Alice saw this as a “natural progression of events”. 
Alice had just been told her daughter was going to die. She felt, and still 
believes, (at the time of the interview) that organ donation was a positive
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outcome from something so tragic and she expressed no regrets about the 
organ donation or about the way she was asked.
K itty  was a young woman who died following a road traffic accident. The 
previous weekend the family had come together to celebrate Kitty’s 
engagement. A week later, the family were together again, but this time in the 
ED discussing Kitty’s untimely and tragic death, and how it was so important 
that her wish to be an organ donor should be respected. Kitty had always 
carried an organ donor card and it was something the family had discussed 
previously. I interviewed Kitty’s father, Kevin (her mother was not present), 
about the initial discussion on organ donation that took place in the ED. The 
family were approached by the ED doctor and Kevin made it clear that it 
would not have mattered who asked them, they had been given the “worst 
news in the world” and they knew that Kitty carried a donor card and had 
talked about it from a young age. They wanted to make sure that her wishes 
were carried out.
Researcher: The staff had approached your wife in the emergency
department?
Kevin: Yea.
Researcher: For you then, was there any real concern about how you were
approached and who approached you?
Kevin: No. We were under great stress at the time, but the way it
happened, from the approach from the person who 
approached us, we were under no greater stress other than 
what was happening on the day!
Researcher: So you weren’t there in the Accident and Emergency
department when your wife was spoken to about it (organ 
donation).
Kevin: No, I wasn’t there, sorry! I knew Kitty wanted it from a young
age, she wanted to be a donor.
Researcher: So, it is something that you had discussed?
Kevin: Yea, and then we discussed it and we all signed the forms, it’s
just the amount of stress she (ex-wife) got there and then. 
You tend to give it thought, but not too much, because you 
can’t hang around, can you? It has to be acted upon. You 
can’t say, “Oh well I’ll think about it for a day or two” .
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I asked Kevin if the timing or the way the family was approached caused them 
any distress.
Kevin; We had already made up our minds long before the lady
spoke to us. We were doing what our daughter wanted.
The worst thing had already happened to Kitty’s family. They had been 
informed that Kitty was probably brain stem dead and that she would not 
survive. Approaching them for organ donation provided the family with an 
opportunity to carry out Kitty’s wishes, a final act that as parents, they could 
make to ensure that the doctors and nurses knew this was what Kitty had 
wanted.
For the families of Henry, Ann and Kitty, the request for organ donation was 
broached very soon after they had been given the news that their relative 
would not survive. For all three families, despite their extraordinary 
experiences, the organ donation request seemed like a natural request, a 
natural progression from the hopeless situation they were in. The time to think 
did not appear to be a factor before they were approached, unlike for the 
families discussed in section 5.4. They had already received the “worst news 
possible” they could have received and saw organ donation as the natural 
course of events. It is notable that in two of these three cases the deaths were 
deaths of young women who died in very traumatic circumstances (Suicide 
and Road Traffic Accident). Organ donation appeared to provide some sense 
of meaning for the families of these two young women; their deaths were the 
absolute tragedy, not the request for organ donation.
5.6 Family ‘in itia ted ’ donor conversation
This section will discuss the experiences of the two families in the study who 
decided when the time of the approach about organ donation would be made 
by initiating the conversation themselves.
Valeria was a 39 year old unmarried woman who died unexpectedly following 
a brain haemorrhage. When I interviewed Vicky, Valeria’s mother, she told me 
it was she who had first broached the subject of organ donation to the doctors
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in ED within a very short time of Valeria’s parents reaching the ED. Her 
parents realised very quickly that their daughter was not going to survive. We 
talked in depth about why Vicky had mentioned donation so soon. When the 
doctor said that her daughter had sustained a catastrophic brain bleed, she 
knew this was “not good news” which was confirmed when the doctor showed 
her the brain scans which just showed “a lot of whiteness”. Only a week 
before, Valeria had told her mother that she would want to donate her organs 
to help other people.
Vicky: My husband said ’’She’s not going to come through this”, and I
said “I know darling” And I then said “Well you know what she 
would want in these circumstances” and my husband said 
“You’re right, we spoke about it, we spoke about it last week”.
Researcher: The timing was so very soon after you realised (that your
daughter was going to die) you’d brought the subject up about 
organ donation. What do you think about the timing, do you 
think there could have been another time?
Vicky: No, I think the timing was right, because if there isn’t any
hope, it would have been more painful to hang on.
Vicky was ready to have the donor conversation. She understood that her 
daughter was not going to survive, that hope had gone and she really wanted 
to turn this tragic situation into something positive by making sure her 
daughter’s wish to be an organ donor was respected.
Nicola was a lady in her early fifties who died following a brain haemorrhage. I 
interviewed Nicola’s husband, Norman, and her daughter Nancy, together. 
Norman told me that Nicola had been taken to hospital after she had 
complained of severe headaches and had been vomiting. Very soon after 
arriving at the hospital they were taken to a room and it was explained to them 
that Nicola would not survive. Both Norman and Nancy asked the doctors to 
clarify to them what they were saying and wanted to know if what they were 
saying meant that there was no hope of her surviving, “Was she (Nicola) 
going to die?” When the doctor confirmed that Nicola would not recover, they 
(Norman and Nancy) asked if she would be able to donate her organs, as she 
had always carried an organ donor card. There was a very short space of 
time between arriving at the hospital and being given the bad news and the
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family raising the question about organ donation. Nancy and Norman were full 
of praise about how they had been cared for by the doctors and nurses from 
the point at which Nicola was admitted to hospital:
Nancy: From the minute we stepped into that hospital we were taken
to private rooms and at no point were we made to feel 
uncomfortable, it was just so dignified the way they treated my 
mum and us... I remember, the doctor, she said “that there 
was no hope”. I said “So what you’re technically saying is that 
my mum will not survive” and she said “Yes that’s right”. So I 
said to her ‘What about organ donation?” It just came literally 
out.
They both felt cared for and that Nicola was also being cared for, they had 
been treated like “VIPs” . During the short time they were in the ED, both 
Nancy and Norman managed to build a good trusting rapport with the ED 
staff. They praised both the doctors and nurses and could not fault any aspect 
of the care that they had been given. As soon as they knew that Nicola would 
not survive, Nancy quickly asked the neurosurgeon about organ donation.
Nancy and her father really did feel that they had special care right from the 
minute they arrived in the ED, which I believe to be one of the contributing 
factors that encouraged them to bring up the discussion about organ 
donation. Three main themes emerged from this interview; they (Nancy and 
Norman) felt cared for, were treated with dignity and as they understood there 
was no hope of Nicola surviving, the idea of organ donation seem a “natural 
progression for the family”. Nicola had always carried a donor card and her 
family wanted her wishes to be carried out.
Both of the families who initiated the discussion about organ donation did so 
very soon after their relative had been admitted to the ED and both felt a great 
sense of pride and gratification that they had been able to carry out their 
relatives’ last wish to donate organs after their death. They understood that 
their relative would not survive and therefore were able and ready to have the 
donor conversation when they did. It is notable that after the families had 
raised the subject of organ donation they were asked by the ED doctor if they 
wanted to see the DTC and both agreed to do so. The families in this section 
approached the ED staff regarding the organ donation; however the
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commonality with the families discussed in sections 5.3 and 5.4 remains in 
that all the families were ready to have the donation conversation because 
they understood that their relative would not survive.
5.7 A  policem an’s approach
Geri was a young woman who died after jumping from a building. She had a 
history of depression and was under the care of a Psychiatric Unit. Geri’s 
father Gordon was informed of her death by two police officers who came to 
his home, and then escorted him to the ED. The police officers stayed with 
Gordon in the ED and supported both him and his two other children. It was 
whilst they were outside having a cigarette that a police officer broached the 
subject of organ donation to Gordon. From my own professional practice it is 
not common for a police officer to be the first to broach the subject of organ 
donation with a family, and it is not something the police authorities or the 
HCPs would advocate.
Gordon: It was a policeman who mentioned organ donation to me.
Researcher: A policeman?
Gordon: Yes. They saw the way I was and I was even joking with them
outside. Once I'd accepted in my own head, not from an 
emotional point of view, I accepted that she was gone, and 
there were things to deal with, I was cracking jokes with the 
policeman and the policewoman, who were fantastic; I cannot 
praise the police enough. One of the guys popped back and 
he says “They may want to talk to you about Geri being a 
donor”.
Researcher: So, how did you feel about the policeman approaching you,
was that quite a shock that it wasn’t one of the nurses or 
doctors?
Gordon: It would have been shocking whoever approached me. To be
honest with you, I had hardly anything to do with the doctors
A key phrase was when he explained that the police “saw the way I was”. This 
was an important theme to emerge as it demonstrates that the person who 
has a good rapport with the family is ideally placed to make the initial 
approach. The key issue is that it may not actually matter who made the 
approach but how it was made is critical. In this case it appears that Geri’s
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father Gordon trusted the Police Officer who was therefore in the best position 
to initiate the donor conversation.
5.8 Discussion
This chapter has discussed the analysis of the responses of 13 participants 
for whom the initial approach for organ donation was timely, caring and 
supportive. Three key themes emerged from my analysis; (1) it did not matter 
who made the approach but when the approach was made, (2) the individual 
family was ready \o have the donor conversation when it occurred, and, (3) A 
good rapport existed between the person initiating the donor conversation and 
the bereaved family.
For the families of Oscar, Bobby, Terry, Raymond, and Mrs Morgan the donor 
conversation happened almost in the same sentence as the family being 
informed that their relative would not survive. The breaking bad news 
conversation and the request for organ donation were not decoupled. In 
contrast, the families of Mrs Frank and Jack both suggested that they were 
allowed some time to absorb the bad news that the ED doctors had given 
them before the donor conversation took place. For Henry, Ann and Kitty’s 
families the donor conversation also took place very soon after admission and 
all three families saw the organ donation request as a natural progression. 
The families of Valeria and Nicola initiated the donor conversation 
themselves. Geri’s family was approached about organ donation by the police 
officer who accompanied the family to ED.
For all 13 families the initial donor conversation was initiated very soon after 
their relative had been admitted to the ED, each family had been catapulted 
from a normal day into a waking nightmare of disbelief and turmoil. However, 
despite the shocking events experienced by each individual family, all 13 
families were prepared to have the donor conversation at the time it occurred 
for them, because they understood that there was no hope and that their 
relative was dying. As such, despite the tragedy of the pending death, organ 
donation seemed like a natural thing to do and they all said ”yes”. My findings 
correlate with other research findings that suggest that families are more likely
112
to agree to organ donation once they realise and have accepted that there is 
no hope of recovery for their dying relative. (Franz et al, 1997; DeJong et al, 
1998; Shafer at al, 1999; Siminoff et al, 2001; Sque et al, 2006a). Previous 
ICU research studies has also demonstrated that the approach for organ 
donation is more successful when the approach is undertaken when the 
family is ready to have the donor conversation (DeJong et al, 1998; Jacoby et 
al, 2005; Rodrigue at al, 2006).
UK Health Policy (NICE, 2011) advocated that a family should be 
approached for organ donation only once the requester is satisfied that the 
family fully understands that their relative is going to die and that there is 
nothing more that can be done in the patient’s best interest. The DTCs and 
ED doctors and nurses are all taught this as being best practice. However, 
this training is delivered on the assumption that the approach would take 
place in the ICU and, until this study; very little focus has been on those 
families who are approached in the ED.
Furthermore, there is evidence to suggest that the approach for organ 
donation to families of potential donors should only ever be made by a person 
who has been trained to make such an approach (Evanisko et al, 1998; Sque 
et al, 2003; Shafer et al, 2004; Siminoff et al, 2001). However all these studies 
have been based on approaching the family in ICU. This chapter has 
analysed the approaches in the ED and shown that in contrast, none of the 
ED doctors or ED nurses or the police officer in this study would have 
received the donation consent training during this time, although my findings 
indicate that all of the requestors had a good rapport with the family. From my 
findings, I would argue that it is very important that the person raising the 
donor conversation has developed a good rapport with the suddenly bereaved 
family in the ED prior to the initiation of the organ donation request.
My data analysis suggests that the good communication and caring support 
the families received prior to the initial organ donation request was an 
essential ingredient to the development of a trusting relationship between 
these families and the HCPs which allowed for the development of a good
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rapport. This in turn ensured that the approaches for the initial organ donation 
consent were timely, caring and supportive.
One can understand why asking a family to donate the organs of their dying 
relatives' when they have only been in the Emergency Department for a short 
time could be perceived as being too soon and insensitive. However, it is 
clear from my findings that the families wanted to be asked about organ 
donation and they were grateful they had been given the choice. The tragedy 
for these 13 families was the premature and sad death of their relative, not the 
organ donation request.
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Chapter 6
Understanding Problematic Approaches to Requesting Organ Donation
6.0 Introduction
This chapter will analyse approaches in relation to when, how and who made 
the initial approach to the bereaved family for organ donation in the 
Emergency Department (ED) that proved problematic for the bereaved family. 
Seven families had a problematic experience when the initial donor 
conversation was raised. This chapter will discuss these families’ experiences 
in detail and explore three main themes that emerged from the data: (1) the 
untimely approach; (2) the unfamiliarity of the person making the approach; 
and (3) the unannounced appearance of the Donor Transplant Coordinator. 
Table 6.1 indicates which Health Care Professional (HCP) was involved in 
the initial problematic approach for organ donation.
Table 6.1 Overview of which Health Care Professional initiated the 
problematic donor conversation
Health Care professional who 
made initial approach
Donor name Number of 
approaches made
ED Doctor Zak, Donald, Mrs 
Evans
3
ED Nurse Colin 1
Donor Transplant Coordinator Larry, Shamus, Mr 
Patel
3
Family initiated 0
Other (Police Officer ) 0
Total 7
6.1 Untimely approach: Too soon’
This section discusses the four families who, it seems, experienced untimely 
approaches due to poor communication between the HCPs and the family. 
Families in this section felt the initial approach about possible organ donation 
was made ‘too soon’ and the approach was problematic for this reason; they 
were the families of Donald, Mrs Evans, Colin and Zak.
The following sections will discuss why the approach for each family was too 
soon.
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Donald, a man in his mid-forties, was admitted to ED after, collapsing during 
a night out with friends. No family members were present with Donald when 
he was admitted to hospital. The hospital staff discovered the name of his 
next of kin and telephoned the home of David, who was Donald's brother. 
David received a telephone call around 11pm, just as he was about to go to 
sleep, from a doctor in an ED who was looking for the brother of Donald, as 
he had been admitted to the ED. It was during this telephone conversation 
that David was asked by the doctor if he knew whether his brother was an 
organ donor as they were interested in his organs. David explained to me how 
shocking this telephone call was. Firstly, the indication that his brother was ill, 
and secondly, that he was obviously critically ill because the doctor was 
asking about donating his brother’s organs.
David: He (the doctor) sounded quite young, nervous rambling a bit,
like I am doing now really. Yes nervous... very nervous, 
Donald, my brother was in ED and they needed consent for 
his organs. They were interested in whether my brother was 
an organ donor, I can’t remember the exact words, but 
basically “that people were interested in his organs”. I asked 
the doctor “if he was trying to tell me that my brother was 
dead”.
This family were very disappointed at how and when they had been 
approached about organ donation. They felt it was totally inappropriate, 
inconsiderate and “sloppy” to quote Donald’s sister-in law, Diane.
David and Diane had to drive for nearly three hours to get to the hospital. 
Once they (the family) arrived at the ED, the doctor who had mentioned organ 
donation on the phone had gone off duty. Diane and David stated that the 
care they had received when they arrived at the hospital was “exemplary” and 
that the initial approach was ’’lost” and did not affect their final decision.
Diane: It was actually the young female doctor who had taken over,
who was very good, and I think that she and the nurse who 
was on, took you and me into the relatives room, to tell us as 
far as they could at that point, what they knew of his condition, 
which it did appear that there was no hope of anything, and 
then the question was raised about organ donation. “Did we 
know if he was an organ donor”? And then I think we were 
told that the donor transplant co-ordinator would be coming in.
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Researcher: Did you refer back to it being mentioned on the telephone at
that time or was it too shocking?
Diane: No, I think we were too focused on trying to deal with the
reality of the situation at that point, it’s almost like that can be 
dealt with later.
The untimely and inappropriate initial approach by telephone did not affect 
David or Diane’s decision to donate. It appears that the good care they 
received from the ED doctor when they arrived at the hospital resolved the 
inappropriate initiation of the donor conversation. Equally when I asked them 
why they still went ahead and consented to donation, his sister-in-law was 
very clear that she was not going to allow “the incompetence of a junior 
doctor” to deny their brother’s last wish by saying “no” to donation.
Mrs Evans was a lady in her mid-seventies who collapsed without warning 
and was taken to the ED. I interviewed her two daughters Eva and Ettie. Her 
adult children (a son, Eva and Ettie), who were with her in the ED, were told 
by the doctors that she had had a bleed in her brain and it was “so massive” 
she would not recover. Two doctors were with the family when they were 
given this bad news. Eva told me that all three said that they disliked one of 
the doctors whom they thought abrupt, yet they said that the other doctor was 
very kind and re-explained everything to them afterwards. Very soon after 
being given the bad news, the doctors spoke to Mrs Evans’ three children and 
asked them if they would consider organ donation. They said no. However, 
when the second doctor, whom they liked, explained in more detail what 
would happen, they agreed to donate, mainly because they all felt that their 
mother would have wanted to do so. I asked them what they remembered 
when organ donation was first mentioned.
Eva: A doctor came in, a male doctor, who was very nice, with a
female doctor, and she (the doctor) started off, because I 
wanted an explanation of what it was, what caused it, you 
know, could she get better? Have you tried everything? Kind 
of thing, and then this doctor, female doctor, very quickly, very 
abrupt, very short, I just didn’t find her very caring, ...actually 
when I think back now it might, this other female doctor that 
came in with the male doctor, it might have been her that 
when she’d finished telling us what was wrong with my Mum 
and it wasn’t going to be good and she was going to die, it
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might have been her that mentioned it..., And that’s what I 
mean about it being too soon. ...the male doctor stayed and 
said “I can see that you’re worried, let me put it a bit clearer” 
and then he explained again what the first doctor had said, 
what was wrong with her, ...he was the one that mentioned 
organ donation, and I said immediately, “No, no way, I want to 
be there when my Mum dies”, and he said “No you will be 
able to do that. You don’t have to think about anything now, 
you don’t have to make any decisions. We will, if you do, we’ll 
give you time. If you want to I’ll come in, in a few minutes, we 
can discuss it and I can contact a co-ordinator. And I said 
“Yes, just let us think about it” .
Researcher: So you initially said “no”? What changed your minds?
Eva: I spoke to my brother about it. Then we thought about it, then
I changed my mind, because when he’d come back in, he 
(‘nice’ male Doctor) said “Yes, of course you can be with her, 
you know, you can be throughout”. So then I said “yes” we 
would consider it” , and that’s when they said they would 
contact the transplant coordinator.
The family did consent for donation and the donation process was started. 
From this interview one can draw the conclusion that the second male doctor 
was very nice and re-explained to the family what would happen if they 
agreed to consider organ donation; the family were given time to think about 
their decision and able to absorb the sad news that their mother would die.
If the abrupt doctor had been the only HCP involved in the initial approach, 
the family’s response most likely would have remained a refusal. Mrs Evans’ 
daughters and son found the female doctor cold and abrupt, and did not have 
any rapport with her. In fact, before she (the doctor) left the room for the 
second time and asked the family if they had any questions they said “no” 
even though they did have a lot of questions. It was the “nice” male doctor 
who was involved with the family and stayed to re-explain the situation to 
them who responded to their questions. It is difficult to surmise why the abrupt 
doctor behaved in the way she did. My own professional experience in the 
clinical area and anecdotal accounts from colleagues suggest that a HCPs 
may simply be lacking in confidence or knowledge (research discussed in 
detail in Chapter 3) surrounding the donation process and that the family 
perception of her was negative as a result of this. Or it may be simply that she
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was a poor communicator and did not possess the skills necessary to care for 
bereaved families.
For Donald’s and Mrs Evan’s family, it would seem that the good care they 
received after the inadequate communication displayed during the initial donor 
conversation, rescued them from further turmoil and afforded them time to 
focus more clearly on their decision-making. Both cases reinforce that HCPs 
who approach families for organ donation consent, should have a good 
rapport with the family, be sensitive and caring and be appropriately trained 
with sufficient knowledge of the organ donation process to raise the question 
of organ donation sensitively. My findings are in keeping with previous 
research studies which have demonstrated that when HCPs do not have 
adequate communication skills when breaking bad news and have limited 
knowledge about the organ donation process, this often will result in a poor 
request for organ donation to the family (Younger et al, 1989; Siminoff et al, 
2001; Collins, 2005;). Buckley (1989) argues that approaching a family for 
organ donation is possibly the most difficult aspect of the organ donation 
process. Jacoby and Jaccard (2010) found in their study that “meeting the 
families support needs during the donation decision making process is a 
challenge as well as an obligation for staff caring for eligible organ donors” 
(2010:58). Couple (1990) recognised that the approach for organ donation 
can be done rather clumsily when staff initiating an organ donor conversation 
are concerned about the possibility of increasing the relative’s stress which in 
turn leads to a poor and inadequate request.
Zana, whose only son Zak died and donated his organs, explained to me that 
one of her main motivations for taking part in this study was so that she could 
“tell her story” about how awful the initial donor conversation was. Zana 
explained that both she and her family had absolutely no idea that her son, 
who was in his mid-twenties, was critically ill. Zana’s day started as any other 
normal day. The last she heard from Zak was when he phoned to say he was 
helping his girlfriend with her house move.
Zana: I remember it being such a lovely, sunny day. I came home as
I was going to go out with a friend. I was just going to eat my
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supper, tea, whatever you call it and I get a phone call, twenty 
to six. It was my daughter, Julie, she said that her dad called 
her and said that my son Zak had just collapsed. He was with 
Julie his partner at the time. She was not sure just what he 
did, but she said he had collapsed and just called an 
ambulance. So, she came and collected me and the three of 
us, Julie and Bernard, that’s Zak s dad, and myself went there 
in her car over to the General hospital. On the way over I said 
to Julie, “Oh, if he’s collapsed, with his HGV licence they 
won’t let him drive you know, he’ll go mad, absolutely mad, if 
he can’t drive”. So anyway we arrived there and we were 
taken into this room ... it’s all sort of a blur at that stage. Then 
the doctor came in (in the ED) and said “well we are going to
take him for a CAT scan, O K ”.
Researcher: Did you know what that was (the scan)?
Zana: Well, I just thought it was the scan to go through the layers of
his body.
Researcher: So, you understood what he (the doctor) was telling you?
Zana: Yes, but I can’t remember what about, you know I did not ask
him (the doctor) to see Zak, and I wished I had done, I should 
have said “can I see him before you do tha t”... Anyway we 
waited in the room but I can’t believe I didn’t say “I want to 
see him before you do that” (Zana’s voice shaky and upset) I 
can’t think what they said, what had happened to him 
medically. Anyway we waited three-quarters of an hour in this 
room, the four of us, Jane, Julie and Bernard and me and they 
(doctor and nurse) came back in, there were two or three of 
them and they sat down and the doctor said “ I’m sorry, but 
there is nothing we can do for him”. I said “what do you mean 
there’s nothing you can do for him, that’s my son you’re 
talking about”. This doesn’t happen to us, this only happens to 
other people. I said “it can’t happen to him, he’s not a drinker 
or anything, what’s happened?”
My findings indicate that the timing of the approach was not good for Zana
because she did not see Zak before she was told he was going to die; she
could not imagine Zak as anything other than the healthy young man he was.
Researcher: So, you understood what was being said to you?
Zana: The doctor said “he had a brain haemorrhage” and I said “no,
that can’t happen”. Everyone was going to pieces, but I just 
kept it together. I was just walking around and around saying 
“this can’t be true”. But as he said that to us, as he said that, 
within seconds of saying that to us, he said “have you thought 
about donating his organs?” That was really, like he told us in
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one breath that there was nothing he could do for him, and in 
the next breath, in that silence, he asked for his organs.
Researcher: During the same interview, at the same time?
Zana: Yea! within minutes, seconds it seemed like it to me, he told
us in one breath there is nothing we can do for him, and in 
the next minute he said "would you consider donating his 
organs” Well we just all looked at one another. Total shock, 
six foot three, size 13 shoes, beautiful handsome boy - my 
baby... and the next minute he’s asked for his organs.
When I interviewed Zana she was very angry and bitter about the approach 
and sad that she did not see Zak before she was asked about organ donation, 
so much so, that she really felt that it had affected her grieving in a negative 
way. Chapter 5 discussed Oscar’s parents who were approached for organ 
donation in a similar way to Zana. The timing of the initial approach was 
almost mirrored in that the initial organ donation discussion was in the same 
sentence as they were being told that their son would not survive. For Oscar’s 
parents this was not a problem; for them the timing of the approach was not 
too soon. So what conclusions can be drawn from this? Does it depend on the 
family member who is being asked the question and also who is asking the 
question? Zana was not ready for the question; either she was not mentally 
able to give up hope at this stage, or the doctor did not have the right level of 
skills to communicate with Zana and her family. In contrast to Zana, Mr and 
Mrs Oats knew when the doctor was talking to them that Oscar was already 
dead (even though they do not recall been told). Mrs Oats told me during the 
interview that “it was very bad when Dad came back and said it’s not looking 
good”. A significant difference between the experience of two families is that 
Oscars’ family saw him in the ED before the organ donation conversation was 
broached. They could see how ill Oscar was before the donation conversation 
took place, his parents knew that Oscar had no chance of survival.
Evidently, from Zana’s situation, there appears to have been a major flaw in 
the quality of the initial approach. The data extracts suggest that the doctor 
did not listen to Zana, perhaps he was nervous and asking for organs was a 
new experience. We know that the doctor did not take time to assess if Zana 
and her family had understood what he had actually said about Zak’s critical 
condition. I would argue that the poor communication between the ED doctor
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and Zana, coupled with not seeing Zak, contributed to the approach for organ 
donation being too soon.
Zak’s family went ahead and said yes to organ donation which they do not 
regret: they just regret the timing of the approach. I would imagine that NHS 
Blood and Transplant (NHSBT) would say that consent for organ donation 
was a successful outcome, and in many ways it was. We know that as a result 
of Zak’s organ donation, successful transplants took place and lives were 
saved, from which Zana and her family take great comfort.
The data analysis informs us that each death is unique and each family’s 
experience is unique and unless the doctor or DTC connect with the family 
and ascertain what they comprehend about their relative’s death or dying 
state, the approach for organ donation will most likely not fit the needs of the 
individual family.
The initial approach to C olin ’s girlfriend is another example of when the 
timing of the approach would appear to have been miscalculated. Colin was 
found unconscious in his own lounge early one Saturday morning following a 
night out with his friends. (He had been assaulted the previous night which left 
him with a severe head injury which was not realised at the time he was hit; 
he went home to ‘sleep it ofT). His girlfriend Cathy found him the next morning 
and called for an ambulance and he was rushed to hospital. Cathy arrived at 
the ED at the same time as Colin and was escorted to the waiting room. 
Cathy and other family members and friends had been in the ED for about an 
hour. They had not been spoken to by anyone about his condition or what 
may have caused it when they were approached by the ED nurse who asked 
them if they would consider organ donation. They had no understanding of 
what was happening or just how seriously ill Colin was. They were so 
shocked and so taken aback that Cathy said “yes” hoping that the nurse 
would “go away”. I asked Cathy if she could remember who first approached 
her.
Cathy: Yeah, it was a lady nurse and to be honest, she was very
nice, I don’t hold it against her personally. I could only assume 
that someone said “right, he’s not going to make it” and
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someone needs to establish this, and whether she took it 
upon herself to rush off and she was quite young, but I just 
yeah, I kind of just thought that’s just what they ask at this 
stage. Maybe they don’t, maybe everything’s going to be 
alright but they just need to ask that as part of the course and 
didn’t at the time. But it wasn’t until after everything happened 
that I was like “Oh my God”, I’ve been here less than an hour 
and someone’s asked me that, and I think for me, it was more 
of a case of they knew he was dead or dying. I wasn’t really 
aware of how serious Colin was.
In this particular situation it seems totally inappropriate and untimely that a 
nurse should approach the family before the family had even been spoken to 
by any doctor caring for Colin. This was the first contact they had with any 
HCP in the ED. Colin was a previously fit young man, and the fact he could 
be dying never entered Cathy’s thoughts. Indeed Cathy was thinking about 
whether or not she would get to her final fitting for her wedding dress that day. 
She never did.
All of the families discussed in this section felt that they had been approached 
about organ donation “much too soon” . They had been transcended from a 
normal day without any warning to a place of uncontrolled turmoil. None of the 
families discussed in this section objected to being approached. The families 
realised that the approach had to be made quickly, but it is apparent that their 
families did not see Colin or Zak before the organ donation conversation was 
initiated and this appeared to have a significant negative effect on the timing 
of the approach. They needed time to absorb the dreadful news that they had 
just received and this was not given. The data therefore suggest that it is 
acceptable to approach families in the emergency department for organ 
donation, and it is acceptable for the approach to be made quickly, but only 
after the bereaved family had had the opportunity to see their dying relative 
and have come to terms with the fact that their relative is dying. They need 
time to be able to realise that there is absolutely no element of hope that their 
relative will survive before the donation conversation is initiated. They are 
family members of relatives who are critically ill and dying long before they are 
potential organ donor families.
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6.2 Donor Transplant C oord inator approach
Of the 20 families approached, three families were initially approached about 
organ donation by a DTC. All three approaches initiated by the DTC proved to 
be problematic experiences for the bereaved families. Their main problem 
was that the DTC was presented to the family unannounced without any prior 
warning about why or when the DTC was coming, nor had any of the families 
given prior agreement to meet with the donor transplant coordinator. The 
three cases discussed in this section suggest that bringing in a DTC 
unannounced was problematic for all three families. This section will discuss 
each case in turn and focus on three key issues: (1) a delayed approach; (2) 
the importance of a good rapport; and (3) the consequences of an unfamiliar 
approach.
6.2.1 A delayed approach
Section 6.1 discussed when the initial approach was untimely because it was 
‘too soon’; this section will discuss the experience of Shamus’s family when 
the approach to them for organ donation was also untimely. However, in this 
case it was because the initial donor conversation was with the DTC, and this 
was very much delayed.
Shamus, a man in his mid-fifties, was taken to the ED following a collapse at 
home. I interviewed his wife, Sharon, for this study. Sharon explained to me 
how she thought that when she first met the “ specialist nurse” she believed 
that the nurse was going to speak to her about providing some “specialist 
care” for her husband. The ED doctor had told Sharon, some three hours 
earlier, that the “specialist nurse” (previous title was Donor Transplant 
Coordinator) wanted to come and speak to her. He did not explain why the 
nurse was coming to see her, but only that she was a “specialist nurse”. When 
this specialist nurse was introduced to Sharon, she did not ask her what she 
knew and understood about Shamus’s illness and went straight on to talk 
about organ donation. Sharon was very distressed by this, and cited that this 
was one of the reasons why she came into the study so that she could explain 
to me how awful that experience had been. She had no understanding that
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her husband was going to die until the DTC (“specialist nurse”) started talking 
to her about organ donation.
Sharon: She (the specialist nurse) came in with the ED doctor and just
said “ I’m the nurse from organ donation, and wondered if you 
wanted to donate”? I sort of, I was flummoxed, so this is what 
she’s come for! She’s not come to help; he’s still alive and 
they wanted to take bits from him, I was horrified. (Sharon 
cried at this point).
Sharon explained to me that she had been very unhappy that she had not 
been forewarned that the DTC was coming to speak to her about donation of 
her husband’s organs. What she had been told by the doctor was that the 
specialist nurse would come to talk to her about some options. Sharon was 
“mortified” that after waiting three hours, the nurse came to speak to her about 
organ donation and not about providing specialist care for her husband.
Sharon: No one mentioned organ donation and I got the impression
that she (the specialist nurse) would be assessing him or 
something. She then came in with a doctor and it was then 
that they started to speak about the organ donation. She was 
very nice, very considerate and not pushy at all. However I 
feel the hospital should have said something about why she 
was coming because I did not realise, it you know, and I 
waited with Shamus for another 3 hours. I was thinking 
because the specialist nurse was coming that something 
would be done!
Researcher: So just going back, when did they mention organ donation to
you?
Sharon: Only when the nurse came, the specialist nurse came.
Researcher: Did you know then that Shamus was going to die?
Sharon: No, I didn’t know, I was thinking because the specialist nurse
was coming that something would be done, because he 
(Shamus) had been taken there (ED) several times before 
you know, but.
I asked Sharon what advice she would give to the doctors and transplant 
coordinators she said
Sharon: It’s a bit strange, I think it could have been handled a wee bit
better, you know. They should give you some warning and 
say “have you ever thought about organ donation?”
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Although Sharon did agree for donation to go ahead, the initial approach left 
her feeling dissatisfied and she would indisputably have benefited from 
clearer communication from the ED doctor relating to why the specialist nurse 
(DTC) was being called in. The data suggests that the timing of the initial 
approach for Sharon was also not right and perhaps could have been done 
sooner by the ED doctor who, I would argue, was in a better place to initiate 
the donor conversation, as opposed to keeping Sharon waiting for three 
hours. It was during those three hours that Sharon believed her husband was 
going to get medical help, it never occurred to her that her husband could be 
dying and this gave Sharon false hope. It was evident during my interview 
with Sharon that this part of the process still caused her upset.
So what can we draw from the poor communication Sharon received from the 
ED Doctor? In fact the ED doctor was doing exactly what the experts 
advocate that ED doctors and nurses should do, which is to contact the DTC 
so they can make the initial approach to the family, as DTCs are highly 
trained in approaching bereaved families for organ donation (as discussed in 
chapter 3). Therefore, the doctor who called in the DTC was following best 
practice guidelines for initially approaching the family for organ donation 
consent. However, this research shows that those best practice guidelines 
(NICE, 2011) currently in use focus on the approach to bereaved families in 
the intensive care unit and do not address the differences bereaved families 
will experience in the ED (discussed Chapter 3).
Sharon told me that she thought the DTC was nervous and Sharon said she 
“felt sorry for her”. It would seem that the DTC was also inexperienced, 
although “very nice” as Sharon described her. The three hours that Sharon 
had to wait for the DTC to arrive proved to be problematic for Sharon and this 
was compounded even further because the DTC did not attempt to assess 
Sharon's understanding about how ill Shamus was before she broached the 
subject of organ donation and, because the DTC was nervous and 
inexperienced, this resulted in a poor quality approach for organ donation, 
which in turn had a negative effect on Sharon during her grieving period.
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6.2.2 U nfam iliar and unannounced approach o f  the DTC
This section will firstly examine the experiences of Larry's family. His wife, 
Lorna, was approached initially by the DTC without any pre-warning that the 
DTC was coming to speak to her. Secondly it will examine the similar 
experiences of Mr Patel's family.
When Larry was taken into the ED following hypoxic brain injury (inadequate 
oxygen to the brain, due to suicide hanging) his wife, Lorna, said that she was 
“almost relieved” when she was told that Larry would not survive. Laura was 
concerned that if her husband did survive he would be in a vegetative state. 
She explained how pragmatic she was during the time spent in the ED and 
that when the Donor Transplant Coordinator made the initial request to her it 
was a very easy decision to say “yes”; she “wanted to help others”. The 
following data extract shows that, despite Lorna being very positive about 
organ donation, she had major concerns about the DTC appearing 
unannounced as she had not had the opportunity to discuss this with the ED 
doctor who had spent some considerable time caring for Larry and getting to 
know Lorna. Lorna felt that the particular initial approach by the DTC that she 
experienced would have been problematic for any family.
Lorna: Having done a lot of brain scans and things, they said there
was “absolutely no hope”, which I was quite relieved about as
I had a feeling that, you know he would have been severely 
brain damaged. I really didn't want him to live at that stage, 
because I thought you know, that's the worst of all outcomes.
Lorna was approached by the DTC very soon after she had been told that 
Larry would not survive.
Lorna: Just after they had given me that news, which actually was a
relief in a way after all that had happened, Alan (DTC) came 
in. Well he came in with the Consultant who was really the 
A&E Registrar/Consultant and the guy who was on duty who 
had spent a lot of time I think sorting, trying to sort Larry out, 
and they came in together, and then Alan introduced himself, 
and said he had looked up Larry and discovered that he was 
already on the organ donor register. Alan “was unfailingly 
helpful” and I just couldn't fault anything that anybody did up 
to then actually.
Researcher:
Lorna:
Researcher:
Lorna:
Researcher:
Lorna:
Researcher:
Lorna:
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When Alan came in to you, and the doctor, were you aware 
then that Larry wouldn't survive?
Pretty much, I hoped he wouldn't, because I knew he (the 
doctor) had told me already there was very little chance that 
his brain would be viable, I can't remember whether Alan was 
already in the room by then or whether, because it's two years 
ago now, the doctor had already said that, and then he came 
in to confirm it -  I don't remember. But it was a very short, it 
would have been half an hour maybe.
The impact of it (the approach) didn't leave you traumatised 
by them?
Well no, because I was so shocked already.
So if I was going to go back and say to a doctor who was 
reluctant or a nurse to approach somebody in the ED, what 
advice would you give them, what would you say to them?
Um, it would be very difficult because you would just have to 
judge each case on its merits, I mean you would have to 
weigh up the personality of the person you are talking to 
before you even decide whether to approach or not.
What do you think about the timing? I know you don't 
remember much about the timing of when they actually 
approached you.
Well I think probably it would be sort of half an hour or so 
grace would be good, but then you can't keep people hanging 
around for half an hour for no other reason.
Lorna went on to say that she felt the ED medical registrar should have 
opened the donation conversation.
Lorna: I think possibly what would have been helpful if the registrar
said to me” would you agree to see the organ donor 
coordinator?" That actually, that might have been better, 
prepared me for a discussion.
Lorna is a very intelligent and pragmatic ‘no nonsense' woman who fully 
understood what was happening to her husband, “I am a fairly pragmatic 
person who doesn't get easily excited and overwrought”. There was no 
evidence to suggest that the DTC took time to assess her understanding. My 
analysis of Lorna's interview, suggests that Lorna's pragmatic reaction may 
have led the DTC to assume that Lorna did not need the softly approach. 
Given that Lorna had just found her husband, the father of her three children, 
hung at the bottom of the garden, she absolutely needed time to absorb the
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news that he would not survive this before organ donation was broached. 
Lorna herself was clear that she had no problems about being approached for 
organ donation in the ED. Larry was on the Organ Donor Register (ODR) and 
she was very happy that she could carry out his wishes. She also only had the 
highest praise for the DTC who made the approach and she understood who 
he was and why he was there. However, analysis of the data demonstrates 
that Lorna would have preferred to have been approached initially by 
someone she was familiar with and with whom she already had a rapport, 
such as the ED medical registrar who had been caring for Larry and who had 
been with her since she arrived in ED. When this did not happen she should 
at least have had some pre-warning that the DTC was coming to see her to 
speak about organ donation.
The remainder of this section will examine the experiences of Mr Patel's 
family who, similar to Larry's family, were approached initially by the DTC 
without any understanding of who or why the DTC was coming to speak to the 
family.
Mr Patel was admitted to ED following a visit to his General Practitioner (GP). 
Although he had been ill for some time, his wife was not expecting him to die 
so suddenly and so unexpectedly (he was 47 and the father of two young 
boys). After their arrival at the hospital and following some tests, Mrs Patel 
waited for two hours from arriving in ED before anyone came to speak to her. 
When the Doctor did meet with her, Mrs Patel was told by the ED doctor that 
her husband was very ill and would not survive. Very soon after that 
conversation (almost minutes), the DTC was brought in to see Mrs Patel and 
asked her about organ donation.
Researcher: Tell me what happened when you were approached for organ
donation and how you felt about it?
Mrs Patel: I was just being told from the doctors that he was not going to
survive, and then Karen (DTC) came and spoke to me. .
Researcher: How did you feel about Karen being there at that time?
Mrs Patel: OK, I think it was great because at that time, I know people
are upset and everything, but to me it was good guidance to 
have her there and you know going through all the
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procedures and everything, because the doctors don’t really 
ask you anything over there (in ED) whether you want to do it 
or not.
From the data it appeared that although Mrs Patel had thought about organ 
donation, she did not discuss this with the ED doctors. The doctors called in 
the DTC without saying anything to Mrs Patel. However, the ED medical staff 
had followed the recommended procedure by calling in the expert DTC 
(discussed in Chapter 3) to make the initial approach. During my conversation 
with Mrs Patel she came across as concerned that the doctor did not ask her 
about organ donation.
Mrs Patel: I would have thought that maybe the doctors thought I would
be offended, but personally I would not have got upset and 
would not get offended if they asked me “would we like to 
donate anything?” I think if they (the doctors) know that the 
person is not going to make it, they should at least just 
mention it. If they want to I can understand what goes on with 
the family if they’re not thinking straight, and if it’s sudden like 
my husband’s case.
Mrs Patel was in total shock, she was in the ED and had just been given the 
news that her young husband was dying. She explained to me that she would 
not have been offended if the ED doctors had approached her.
Mrs Patel: Especially in Emergency (Department) as overtly things
happen so suddenly and people don’t have time to think about 
it. I’m sure if they mention something about donation, people 
will start to think about it. If the doctor does not want to ask, 
he can put up posters and people sitting there, it will give 
them something to think about. I think the doctors should 
mention it, whether the family want to do it or not, it’s up to 
them.
Mrs Patel was very grateful that she was asked about organ donation, 
however she was disappointed when the “doctors did not bother to mention 
organ donation”, which was Mrs Patel’s perception. Instead the DTC was sent 
in to make the initial approach. In contrast. Jack’s girlfriend, Jo was asked by 
the doctors and was pleased that they had not been too “frightened to ask” 
her (discussed in Chapter 5).
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Mrs Patel explained to me that she and her whole family were very proud of 
her husband. Mrs Patel’s experience informs us that a prior introduction about 
why the DTC was coming to see her would have been preferable, as opposed 
to the DTC just turning up unannounced. At least then Mrs Patel would have 
understood why the doctor, with whom she was very familiar, was not asking 
her formally about organ donation and it would also have given her an 
opportunity to prepare herself for the DTC arriving.
Lorna’s and Mrs Patel’s experiences were similar in that they were both 
approached for organ donation by the DTC with whom they had no previous 
relationship and they had no prior warning that the DTC was coming to see 
them. Neither family were afforded the opportunity to gather their thoughts 
and prepare themselves for the DTC arriving. The difference in their 
experiences was that Lorna had a good understanding of who and why the 
DTC was there as soon as she met him, though she did not agree with the 
doctor not discussing donation with her.
Lorna: He (DTC, Alan) merely introduced himself as the Transplant
Co-ordinator, and of course I knew straight away what that 
was about.
In contrast Mrs Patel just thought the doctors could not be bothered and 
brought in a “young nurse” to make the approach.
The data analysis in this section suggest that the experiences of Laura, 
Sharon, and Mrs Patel indicate that it is very important that the person 
initiating the donor conversation has a good rapport with, and is familiar with 
the family of the dying patient. Also that the HCP making the approach should 
have the experience and skills to be able to care for families who have just 
been told that their relative is dying.
It would clearly have been more satisfactory for the three families discussed in 
this section if the initial donor conversation had been initiated by the ED 
doctor with whom they were familiar and it would have been appropriate for 
them to be given a warning that the DTC would be attending and the reason 
why.
131
6.3 Discussion
This chapter has discussed the experience of the seven families for whom the 
initial approach for organ donation was problematic. As with the 13 families 
discussed in Chapter 5, the seven families discussed in this chapter did not 
object to being asked about organ donation and they did not regret agreeing 
to organ donation and they understood that the approach for organ donation 
had to be made quickly in the ED. However, they did not want the question of 
organ donation to be asked in the same sentence as the bad news about their 
relative’s critical condition was given to them.
The key findings from the interviews with all seven families highlighted that 
the timing of the approach was a major contributing factor that determined 
how well the family coped after the organ donation. It was more likely that 
there would be negative experiences if the approach was too soon (Zak, 
Colin, Donald and Mrs Evans) or too late (Shamus).
My findings from the analysis of data suggest that the timing of the initial 
organ donation approach, whether ‘too soon’ or ‘too late’ was problematic due 
to a number of contributing factors. Poor communication between the HCPs 
and the family members of the dying relatives was a constant theme which led 
to a number catastrophic experiences for the seven families discussed in this 
chapter, leaving the family in a confused state of not knowing what was 
happening to their relative. This problem of ‘not knowing’ was compounded 
when the subject of organ donation was raised without the requester seeking 
to find out what the family understood about their relative’s illness and 
expected death before raising the subject of organ donation. In addition to not 
knowing, the experiences became even more gruelling when the families 
were denied the opportunity to see their dying relatives before the request 
was made as experienced by the families of Zak and Colin. Zak's mother was 
left with a deep regret because she did not push the ED doctor to let her see 
Zak and this has had a negative effect on her grieving process.
There is overwhelming evidence from the ICU that the approaches for organ 
donation to families of potential donors should only ever be made by a person
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who has been trained to make such an approach and is knowledgeable about 
organ donation (Verble and Worth, 2000; Siminoff et al, 2001; Shafer et al, 
2004). In the UK, highly specialised DTCs are trained to make the organ 
donation request to bereaved families (as discussed in Chapter 3). However, 
this training does not address the needs of the families in the ED as it focuses 
on only families in the intensive care setting. The only three HCPs trained in 
this study were the DTCs who approached the families of Shamus, Larry and 
Mr Patel; however, all three approaches proved to be problematic. The main 
problem was the unannounced appearance of the DTC and the family having 
a poor understanding of why the DTC was coming. My findings show that for 
the families in the ED a good rapport was more important than an unfamiliar 
DTC with whom the family had no prior relationship with initiating the donor 
conversation. It demonstrates that the approach for organ donation in the ED 
should always be made by someone who has a good rapport and familiarity 
with the family (as was the experiences of the 13 families discussed in 
Chapter 5). Previous ICU research has suggested that the trained DTC 
initiating the organ donation conversation should have spent time with the 
family before the request for organ donation is made (Siminoff, 1995; 
Rodrigue et al, 2003; Shafer, 2004). However, none of the DTCs in this study 
were available in a timely manner to do this in the ED setting. My findings 
suggest that the ED doctor, who the family know and are familiar with, should 
raise the donation conversation and then clearly explain why the DTC is 
coming to see them as this would allow the family time to prepare themselves 
and be ready for the DTCs arrival.
Chapter 5 discussed the experiences of 13 families who in contrast to the 
seven families discussed in this chapter, all experienced non problematic 
approaches. Although some of the approaches were very similar in terms of 
timing, and not all the approaches were as the experts would describe as 
‘gold standard’, the most prevailing difference was that the families in Chapter 
5 received good communication from the ED HCPs and had a good 
understanding of their relative’s critical state and knew there was no hope of 
recovery. Also, the 13 families whose experience was non-problematic knew 
why and when the DTC was coming to see them, which allowed them time to
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prepare themselves. In contrast, the families in this chapter, experienced 
problems because the DTC was not known to the family, appeared 
‘unannounced’ and did not appear to have a good rapport with the family 
when the initial approach for organ donation was made.
The data gathered in this study suggest that the timing of the approach is 
critical if a successful outcome is to be achieved. Successful does not simply 
mean a family saying yes to organ donation. This study has demonstrated 
that a successful outcome must also be measured by the family’s satisfaction 
with how they were approached and the care they received during the 
approach.
A particularly significant finding from this study of all 20 families, is that it does 
not matter who makes the approach, but when and how it is made which are 
the critically important issues. Therefore, in relation to organ donation within 
the ED, it is necessary to consider all three of these aspects together, 
interlinked in order to facilitate the best possible experience for the families 
and to maximise the chances of donation and a good after-effect for the 
family.
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Chapter 7
Motivations for Families to Agree to Organ Donation
7.0 Introduction
This chapter discusses the factors that contribute to families agreeing to 
consent for organ donation in Emergency Department (ED) or agreeing to 
support their dead relatives' registered or known wish to become an organ 
donor. A number of studies have examined why families say ‘no’ to organ 
donation, but perhaps we can also learn by knowing why families agree. Why 
do they say ‘yes’ in the most tragic of circumstances?
A key theme of the chapter is to what extent the motivations for organ 
donation in ED differ from research findings about motivations based on 
research in the Intensive Care Unit (ICU).
From the data analysis a number of social and organisational factors were 
identified which appear to have influenced the bereaved families end-of-life 
decision making. Six key themes emerged which will be discussed in this 
chapter: fulfilling the relative’s known wish; fulfilling the relative’s presumed 
wish; altruistic donation; wasteful not to donate; a positive outcome from 
adversity; and it is what the family wanted/believed in. In addition, one family 
member told me that they were predisposed to saying yes, but gave no 
reason. Of the 20 participating families, 19 families were situated within more 
than one theme, many of which became interwoven (see Table 7.1).
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Table 7.1 Overview of themes influencing the families’ end-of-life 
decision making.
Theme Pseudonym of donor Number of times 
each theme 
identified
1. Fulfilling 
relatives’ 
‘known’ wish.
Bobby, Valeria, Raymond, Kitty, Larry, 
Mrs Morgan, Nicola
7
2. Fulfilling 
relatives’ 
‘presumed’ wish.
Colin, Mrs Evans, Mrs Frank, Geri, 
Oscar, Shamus, Henry, Donald , Jack
9
3. Altruistic 
donation.
Mr Patel, Donald, Henry, Jack, Shamus, 
Nicola, Larry, Geri
8
4. Wasteful not to 
donate.
Terry, Geri, Zak, Oscar, Colin, Jack, Mrs 
Morgan
7
5. A positive 
outcome from 
adversity.
Ann, Jack 2
6. What the family 
believed should 
happen and 
wanted.
Oscar, Colin, Mrs Evans, Mr Patel, Mrs 
Morgan, Shamus, Donald
7
Total 40
7.1 Motivational Themes
The following sections discuss each motivational theme identified during the 
analysis of data. I have categorised each family under the motivational theme 
that I felt from the data analysis to be the dominant factor that inspired the 
family to agree to organ donation. Almost all the families cited more than one 
reason that influenced them to agree to donation. Table 7.2 provides a 
detailed overview of the main reasons why families agreed to donate organs 
and identifies which donors were on the Organ Donor Register (DDR) or 
carried an organ donor card. In total seven donors’ wishes were known via the 
ODR, or they carried a donor card. The remaining 13 donors’ wishes were not 
known to the family at the time of the donation request.
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Table 7.2 Bereaved family motivational reasons for agreeing to organ 
donation
Donor
participant
Pseudonym
(Donor
pseudonym in 
brackets)
Bereaved family motivational reasons for agreeing to 
organ donation
Donor
card/Organ
Donor
Register
Alice (Ann)
‘Positive aspect’ gave validation to her premature 
death and her life, ‘something good could come out of 
this tragedy’.
NO
Cathy (Colin)
‘What he would have wanted ‘,’it just doesn’t make 
sense not too’, it’s a waste, ‘can save other people’s 
life’ or give other people a better guality’.
NO
Betty (Bobby)
Carried a card -  what he would have wanted. Family 
wanted to carry out his wishes.
YES
Teresa (Terry) ‘Predisposed to saying yes’. NO
Eva & Ettie 
(Mrs Evans)
What she would have wanted.. NO
Felicity (Mrs 
Frank)
She was a kind, giving person, what she would have 
wanted she used to give blood, she is that kind of 
person.
NO
Gordon 
Gerlinde & 
Ged (Geri)
Would have been a waste. (Just turn to worms, waste 
not to give). What she would have wanted.
NO
Norman and 
Nancy (Nicola)
Carried a card-she was very’ generous’ person. YES
Ruth
(Raymond)
Carried a card (regretted aspects of interview process 
and paperwork with the DTC/SNOD).
YES
Kevin (Kitty)
Known wishes and carried a card. Family very keen to 
support those wishes.
YES
Vicky( Valeria)
Known wishes- wanted something good to come out of 
her death.
YES
Zana (Zak) Did not want to waste him. NO
Mr and Mrs 
Oats (Oscar)
Did not want to waste him, wanted positive outcome, 
what donor would have wanted. “We all think the same, 
because we are all great believers in it".
NO
Sharon
(Shamus)
Always a giving man, kind and helped others what he 
would have wanted.
NO
Lorna (Larry) to help others easy decision. YES
Mrs Johnson 
and Jo (Jack)
Kind man, very generous always helped others, what 
he would have wanted. It’s something he would have 
wanted to do. Totally pointless not to, 1 mean. Jack 
would love that. He loved life so much.
NO
Harry & Hazel 
(Henry)
Christian man, kind and very giving-what he would 
have wanted.
NO
Mr Morgan 
(Mrs Morgan)
Carried old card (lost with old handbag) what she 
would have wanted.
YES
Mrs Patel (Mr 
Patel)
Wanted to help others. Organ donation is good and 
can help save someone else’s life.
NO
David &
Diane
(Donald)
Very generous caring man: what he would have 
wanted.
NO
In total: Seven donors were on the ODR/Carried a donor card. One donor was a known wish
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7. f f  F u lfilling  re la tives’ known wishes
Seven families agreed to donation because it was their relatives' known wish 
to donate organs for transplant purposes after they died. All of those donors 
had carried a donor card or were registered on the ODR.
Raymond was on the ODR and his wife Ruth was aware of this and was 
comfortable about supporting her husband’s wishes.
Vicky, Valeria’s mother, approached the doctors in the ED about organ 
donation. Vicky was really determined that her daughter’s wish should be 
carried out. They (Valeria’s, father and brother) had been told there was no 
hope and Vicky knew organ donation was something that her daughter
wanted; they had talked about it only one week before Valeria died. Vicky told
me about the conversation they had whilst out at lunch.
Vicky: She (Valeria) was going to be 40 in October, and she said
“you know Mummy, I’m more worried about being forty than I 
am of dying” and she said “you know Mum, if I die” she said 
“you know what to do with my organs?” And I said “yeah, I 
know, you want to be a donor” and I said “that’s ridiculous, 
you’re not dying” I said “ I’ll snuff it before you”, and you know 
what, I would want to”.
Carrying out her daughter’s last wish was very important for Vicky. She felt 
she was fulfilling her duty as a mother by ensuring that her daughter’s wishes 
were carried out and was proud that her daughter had wanted to do this. It 
brought some meaning to Valeria’s premature death to be able to make a 
positive act out of such a tragic circumstance.
Vicky: I just think it’s such a wonderful ending to her life that she was
able to turn it around and give, you know that’s so important.
Vicky’s motivations fall in theme 1, supporting her daughter’s known wish, and 
also that organ donation provided some meaning to Valeria’s untimely and 
tragic death (theme 5).
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Kitty had carried a donor card from a very early age and Kevin (her father) 
explained that both he and Kitty’s mother were very keen that her wishes 
should be respected.
Kevin: From a young age, she wanted to be a donor.
Researcher: You wanted to donate, because it’s what Kitty would have
wanted?
Kevin: Yea, it’s what she wanted.
Betty, Bobby’s girlfriend, said the decision to donate was easy because she 
and his family knew that is what he would have wanted (theme 1), not just 
because he carried a card but because he was a “generous man” , which also 
places Bobby in the motivational theme 3.
This was very similar for Nicola’s family. Nancy and husband, Norman, were 
informed that Nicola was not going to survive and that organ donation was 
what Nicola wanted, as she had carried an organ donor card.
Mr Morgan told me that when the doctor in the ED department asked if his 
wife, Mrs Morgan, was a donor, he explained to them that she did carry a card 
but lost it when her handbag was stolen. So Mr Morgan knew organ donation 
was something that she wanted. He also did not want her death to be “in 
vain”; he needed some meaning to come out of his wife’s untimely and 
premature death.
Mr Morgan: He (the doctor) asked me if she was an organ donor and I
said she was. She used to carry a donor card, but I think 
when she lost her purse she never got another one...It (the 
organ donation) helped me from the word go to know that she 
had “not died in vain”. Hmm, I can’t exactly recall the thoughts 
processes I had at the time. All I could think, “at least 
something of her was going to survive”.
Mr Morgan’s motivations were driven by three main factors (motivational 
themes 1, 4, and 5), it was his wife’s known wish, and Mrs Morgan’s organ 
donation would help to save other people’s lives which was a positive 
outcome from such a tragic event.
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When Lorna was informed that her husband Larry would not survive, Lorna 
was told by the DTC that Larry was on the ODR. The DTC knew this because 
he had checked the organ donor register to see if Larry had registered his 
wishes before speaking to Lorna.
Lorna: He (the DTC) had looked up Larry and he discovered he was
already on the transplant, the donor register.
Knowing that Larry was on the ODR made everything straightforward for 
Lorna; she felt Larry had made the decision for her.
Researcher: Did it help knowing that Larry was on the Organ Donor
Register?
Lorna: Yes, for me it was a relief actually to have it cut and dried like
that, although I think we had discussed it on and off over the 
years, you know we were both pretty pragmatic about these 
things. I did used to carry a donor card which had got lost, 
and I have actually made sure I am on the register now 
myself.
During the research interview, Lorna and I were discussing why she had 
decided to join the study. Although she initially responded to my invitation 
saying she was interested in some further information regarding the study, 
quite some time passed without further communication which prompted me to 
phone her.
Lorna: Well, I suppose I just always feel I ought to try and help
people, you know and that’s the reason for, well it wasn’t my 
call to agree to the organ donation, because Larry had signed 
a form, I mean I co-operated, but why would one not. You 
know if you are going to help somebody to get better or to 
have a better quality of life, you know as I said before I just 
can’t see any reason for saying no, and the same coming into 
the study. If it’s going to help other people, why would I say 
no?
Lorna’s motivation to donate was based not only on her husband’s known 
wish, but also because she wanted to be able to help others by supporting her 
husband’s wish (motivational themes 1 and 3), which is also why she came 
into the study as she thought it would benefit other people.
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7.1.2 Fulfilling relatives’ presumed wish
Ten families presumed that organ donation was something that their relative 
would have wanted and this influenced their decision to agree to organ 
donation. In these cases the wishes of the donor were not known via a donor 
card, being on the ODR or in explicit prior conversations with their relatives.
I categorised Oscar as a presumed wish as Oscar was not registered on the 
national UK Organ Donor Register and did not carry an organ donor card. 
However, Oscar's family were approached by the doctor about organ donation 
and Oscar’s brother reminded the family what Oscar used to say, which would 
suggest that this influenced their decision making.
Mrs Oats: I said to my other son, “What do you think?” And he said,
“Well Mum, what did he used to say?” “When I’m gone. I’m
gone, and they can do what they like with me” (pause) And 
we all think the same, because we are all great believers in it.
Oscar, falls into motivational themes 2, 4 and 5. His parents did not want to 
“waste their son’s life”, as well as knowing that it was what he would have 
wanted. They needed a positive outcome from his premature tragic death and 
organ donation was positive for this family. Oscar died on his daughter’s 
birthday. Mrs Oats describes below her feelings about that.
Mrs Oats: He saved four people’s lives, so it wasn’t all in vain and that
MH (DTC) was wonderful.
Researcher: How does that make you feel?
Mrs Oats: Well, you get emotional don’t you, but he saved four lives so
he didn’t die. And he’s got a little girl (daughter), she’s eleven. 
That little girl you just saw [referring to a little girl who was 
leaving the house jus t as I arrived] it was her birthday, he 
(Oscar) died on her birthday. So that makes it every year, well 
the day he died we had to go round and sing happy birthday 
to her. But well as we say “He’s not gone, his heart’s beating 
out there somewhere”. One of the ladies who’s got his kidney 
has got two little girls and she’s now baking cakes for her 
daughters... We are glad we did it, we have no regrets, no 
regrets whatsoever.
Cathy was the fiancée of Colin and was approached in the ED by the nurse 
before she had seen Colin and before she had received any communication
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that her boyfriend was critically ill and probably would not survive. This series 
of miscommunications between the hospital staff and Cathy and Colin's family 
were discussed in Chapter 6. Despite all of that, she still agreed to organ 
donation.
Cathy's reasons for yes fall into three themes, fulfilling a relative’s presumed 
wish, wasteful not to donate, and what the family wanted and believed in. She 
knew Colin would have wanted to donate. Even though the initial approach 
had been problematic for both Cathy and the family she agreed because it 
was something she believed in and it would have been a waste if they did not 
donate his organs (theme 4). Cathy wanted to do what she thought Colin 
would have wanted, and also because she knew that if anyone in her own 
family ever needed a transplant, she would want them to have that possibility.
Researcher: I just think that it’s amazing, given your poor experience and
the inappropriate time, that you still went ahead and said 
“yes”.
Cathy: As I said, it didn’t even cross my mind not to... Yeah I just
think, if anyone dies it’s a waste, you know if you can save 
other people’s life or give other people a better quality of life it 
amazes me that people wouldn’t.
David, the brother of Donald, was asked about organ donation via a telephone 
call, the same call that informed him that his brother was ill in hospital, 
(discussed in Chapter 6) Both David and his wife Diane, were incensed about 
the inappropriateness and insensitivity of the timing of the initial discussion 
about organ donation, but once they reached the hospital they still went on to 
agree to organ donation. Their reasons for saying yes fall into two themes, 
fulfilling a relative’s presumed wish and what the family wanted and believed 
in.
Researcher: What made you say 'yes’, given that you had been asked,
especially around the circumstances of the initial approach?
Nicola: I was surprised that Donald could be considered a suitable
donor for a start, because he’d smoked all his life, he drank 
quite a lot, and he wasn’t an alcoholic or anything... We made 
it (the decision to donate) because we thought, he wouldn’t 
have an objection... I was almost thinking outside of the box 
really, and thinking “well at least something good can be
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made of this, this is a terrible, terrible situation but at least 
some good can come out of it”
Harry (Henry's brother) explained that they did not need to make a decision 
for his brother, because they knew organ donation was something that he 
would have wanted in order to help other people, which place the reasons for 
wanting to donate into two themes, fulfilling a relative’s presumed wish and 
altruistic reasons.
When Eva and Ettie’s mother, Mrs Evans, was in the ED they were initially 
approached for donation by a doctor and they immediately said “no”, but 
changed their minds once the doctor had explained some things to them 
about the process (as described in Chapter 5). I asked them both what made 
them change their minds and agree when initially they had said “no”.
Ettie: We talked about it and said that “yeah she probably would
have wanted it”,... and then I thought “well I would probably 
want it, I would want to donate as well”, and so that's how we 
came to a decision.
Therefore their motivations (themes 2 and 6) were influenced by believing 
organ donation was something their mother would have wanted and also 
something they would want.
Mrs Frank’s family cited a number of reasons why they agreed to donation, 
which fell into two motivational themes, theme 2 fulfilling a relative’s presumed 
wish and, theme 3 altruistic reasons. They explained that because Mrs Frank 
was a very kind person it was the “right thing to do”.
Felicity: Auntie was such a giving person, so it made it much easier for
us to say “yes”. She used to give blood and we felt if she 
used to give blood, she would have wanted to donate. We 
can’t do anything for Auntie; we can do something for 
someone else.
By agreeing to donation they were respecting and supporting their Auntie’s 
presumed wish.
Shamus’s wife was explicit when she said she agreed to organ donation 
because her husband was a kind and giving man and this was something he
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would have wanted. Sharon agreed to organ donation despite her shocking 
experience of waiting for the “specialist nurse” for three hours (thinking she 
was coming to provide special care, discussed in Chapter 6).
Researcher: Going back to the organ donation issue, what made you say
“yes”, what made you donate?
Sharon: Well it was, they said you know other people need donation
and I did know, I have a cousin in Scotland who got a virus
and it attacked his kidneys and they failed. He was only a
young man and he was on the list for years and I thought if it 
helps someone.
Researcher: How do you feel about it now?
Sharon: Its fine, I did not like the idea about his eyes I thought “oh no,
nay God he’s suffered enough”. This poor wee man suffered 
so much in life don’t let him suffer in death. I know you can’t 
suffer in death but, you know!
Researcher: Do you regret donation?
Sharon: No, because a part of Shamus is still going. I would like to
speak to these people and say “these kidneys came from a
very good person”.
It is notable that a major motivational factor for 17 out of 20 families was the 
actual or presumed wish of their deceased relative to donate organs but in 
most cases other reasons were also cited.
7.1.3 Altruistic reasons- organ donation as a ‘good thing’
Eight families gave altruistic reasons for consenting to organ donation as well 
as other reasons.
Mrs Patel did not state her husband’s presumed wish, but felt that as human 
beings we should help each other and she herself believed that organ 
donation was a good thing and her motivations were altruistic. I asked Mrs 
Patel if she and her husband had ever discussed organ donation, and if that 
helped her make the decision when she was approached by the DTC:
Researcher: Had you talked about organ donation?
Mrs Patel: No, we never really had any discussion, I used to tell him we
should do something, if anything happened we should have a 
donor card and we never got a chance to do it. As a human 
being you should (donate), organ donation is good and can
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help save someone else’s life then you should do it... If they 
are not going to survive and if possible they can save 
somebody else’s life by donation.
Seven other families also gave altruistic reasons as well as the wishes of their 
relatives, as discussed in the previous two sections.
7.1.4 W asteful n o t to donate
Seven families considered that it would have been wasteful not to donate their 
relatives’ organs.
I asked Zana, Zak s mother, why she agreed to organ donation, given that she 
was angry with the doctor who first raised organ donation with her.
Zana: At that time, my boss had just had a baby and she had a heart
problem and may have needed a heart transplant, and also 
some good friends of mine, their daughter also had problems, 
and she was on the transplant waiting list. So, we all looked 
at one another and I said, “well we can’t waste him”.
Researcher: Did you ever talk about organ donation to Zak.
Zana: No, you don’t talk about that to your 26 year old son, it just
doesn’t come into the equation, does it? You know I’ve been a 
blood donor - well ever since I was young and I thought, “Well 
what can we do? This person, who is so perfect we can’t 
waste his life - can’t waste him” - you know that’s how I felt, “ I 
can’t waste him, wasted, but can’t waste him”. That’s what I
kept saying “we can’t waste him”. So, maybe there was
something there saying “Do it because if you don’t, what a 
waste of a beautiful person”, you know?
The motivation of Geri’s father, Gordon, falls into three themes: firstly, he
knew this was something Geri would have wanted and secondly, he
personally felt it would have been a waste for Geri’s organs not to be donated 
when they could help other people.
Gordon: I know that’s what my daughter would have wanted. But from
my own personal point of view, once you’ve died you’re just a 
lump of flesh and buried in the ground and the worms and the 
maggots eat you. Geri was a giving person and she would 
have wanted to do all that she could to help other people.
His third motivation was therefore altruistic. Geri was described as being a 
giving person who would have wanted to help others.
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The data shows that of the seven families who cited the motivational factor, 
coded wasteful not to donate, the donors were mostly young and suffered 
premature deaths.
7.1.5 A positive outcome from adversity
Trying to achieve a positive outcome from a senseless tragedy seemed to be 
almost impossible for some of the participants in this study. However, both 
Jack’s and Alice’s families felt that organ donation did provide them with a 
positive outcome from adversity and this motivated them to agree to organ 
donation.
When Alice was approached by the doctor in the ED to ask her to consider 
donating her daughter Ann’s organs, Alice felt instinctively that it was the right 
thing to do. I asked Alice if she knew what made her feel like this and why 
she had agreed to the donation of Ann’s organs even though they had never 
discussed it.
Alice; I started thinking “yes”, it wasn’t even something I felt I
needed to have time to think about it. For me it felt instinctive -
I was asked a question, and I instinctively felt it was the right 
thing to do. I just had that overwhelming feeling if something 
good could come out of this tragedy, it would make more 
sense of it.
The theme to emerge from this interview was a sense of meaning, something 
positive out of a tragic death, Alice also described how sad and troubled Ann’s 
life had been in the final years before she committed suicide, and how she felt 
that donating her organs to help others would bring some good to the awful 
situation the family found themselves in.
Alice; I have no reservation about the decisions that we took, and I
never have to be honest. I have only ever drawn comfort from 
the fact that we were able to, because it almost gave 
validation to her life. I mean what greater validation can it give 
than what she did (donate her organs)? I’ve always drawn 
comfort from that.
I asked Mrs Johnson, Jack’s mother, why she agreed to organ donation and 
she explained that organ donation gave Jack’s death some meaning, as it
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provided hope for other people. This was the strongest reason this family 
gave for donating, and they also assumed Jack would have wanted to donate 
as he was a kind person, so their reasons also fall into themes 2 and 3.
Mrs Johnson: Horrible that it might seem, but as Jack was basically dead by
that time, at least it wouldn't be totally pointless, that there 
was hope for other people, and he would have wanted that, 
he loved life so much, and we didn't feel it would be an 
intrusion for him, did we?
Both Jo (Jack’s girlfriend) and Mrs Johnson were very positive that it would 
have been a waste if they had not agreed to donation. They were pleased to 
be asked and were delighted that they had been given the opportunity, 
especially as they believed it is something that Jack would have wanted.
Jo: I mean Jack would love that, he loved life so much... If he
could have, he’d have wanted to pass that on, even though he 
wasn’t there. I’m just glad that we were given the opportunity.
Both Ann and Jack were very young, their deaths were very sudden and 
unexpected, and the data shows that organ donation brought a sense of 
meaning to both families.
7.1.6 What the fam ily  wanted
There were eight families who fell into the ‘what the family wanted’ theme, 
although the data indicates that this was not their main reason for donating. It 
was almost a reassurance to themselves and those around them that they 
were doing what they knew (three families) or presumed (four families) their 
relative wanted and what they too would want under the same circumstances.
I asked one participant, Terry’s wife Teresa, why she had agreed to organ 
donation and her response was basically to ask “why would anyone refuse?”. 
There was never any doubt in Teresa’s mind that she would say yes. Indeed 
she told me that she was always predisposed to say “yes”. Following the 
interview, my understanding was that she did not really know the reasons why 
she agreed or what made her predisposed to say yes. She simply told me she 
could not understand why anyone would say no.
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7.2 Discussion
This chapter discussed six identified motivational themes which influenced the 
families in this study to agree to donate their dying relatives’ organs after they 
were approached in the Emergency Department.
Only seven of the 20 donors had explicitly expressed an interest in organ 
donation prior to their deaths by way of the organ donor register, carrying a 
card or in discussion with a family member. Nine of the families presumed that 
donation was what their relative would have wanted. Therefore almost all the 
families, 16 out of 20, agreed to donation to fulfil the actual or presumed 
wishes of their relative.
Analysis of this data informs us that organ donation enabled the families in the 
ED to act as their dying relatives advocate in carrying out a known or 
presumed wish. Many families derived reassurance and a positive feeling 
from being able to carry out their relatives’ wishes (themes 1, 2 and 6). Organ 
donation, it would seem, was a positive thing for the families in this study, and 
despite some problematic approaches, which a number of families 
encountered in the initial contact, the families did not allow these to prevent 
them from agreeing to organ donation. This suggests that the drive to agree to 
donation was very strong for these families. These finding resonate with 
previous ICU studies which have suggested that the presence of a donor card 
or knowing the wishes of the patient is significant in families’ decision-making 
and usually results in a family agreeing to organ donation (Pelletier, 1992; 
Phillips, 1999; Rocheleau, 2001; Morgan and Miller, 2001; Exiey et al, 2002; 
Kesselring et al, 2006;). ExIey et al (2002) in their study of donor family 
experiences in ICU found that the “importance of the donor card cannot be 
underestimated” (2002:51).
A significant theme to emerge was that the majority of donor families in my 
study needed to find some sense of meaning in their relatives premature 
deaths. The majority of patients who died and donated organs in this study 
had very sudden and premature deaths, it had proved difficult for the families 
to understand why a loved one so young, and often with everything to live for.
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died suddenly without warning. The data analysis indicated that for families to 
attempt to make some sense of the death, they viewed organ donation as 
representing a positive outcome from adversity. The bereaved donor families 
felt that their relatives' deaths and subsequent organ donation had helped 
other people through life-saving transplants.
Six motivational themes identified in this study resonate with previous ICU 
research studies (Pearson et al, 1995; Sque and Payne, 1996; Siminoff et al, 
2001; Exiey et al, 2002; Sque et al, 2003, 2006a, 2007; Long et al, 2006, 
2008; Sanner, 2006; Barber et al, 2006). My findings identified two areas 
where families donating from the ED differ from research findings about 
motivations based on research in the ICUs in relation to altruism and the 
nature of a donor’s death. Altruism (discussed in Chapter 3) is often cited as 
being the key driver for families when agreeing to organ donation, and the gift- 
giving notion remains a perpetual mantra of advocates of organ 
transplantation. Altruism was recognised as factor for eight donation families 
in this study, although on further analysis I would argue that altruistic motives 
were not the major factor that contributed to the ED families’ decision in 
agreeing to organ donation. The families in my study, were all catapulted into 
a waking nightmare in ED, they were not thinking of the greater good when 
they agreed to organ donation. They were in total shock, thinking of their 
dying relative, and doing what they thought their relative would want in terms 
of organ donation.
Seven donors had traumatic and violent deaths (discussed Chapter 5) three 
committed suicide, three died from head injuries as a result of an assault and 
one donor was a pedestrian who sustained fatal head injuries after being hit 
by a vehicle. Six of those seven donors were very young, in their early to mid­
twenties. Exiey et al (2002) explored the attitudes towards organ donation 
between families who had agreed to organ donation versus families who did 
not donate. They found that when a relative died a violent death (as in a 
shotgun wounds) the family were much more likely to consent to organ 
donation compared with relatives who had died a natural death. Although my 
findings are not conclusive and warrant further exploration in future ED
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studies, I would argue that the senseless, traumatic and, violent death of each 
of the seven donors, influenced the family to agree to organ donation in the 
ED, in a desperate attempt to make some sense of a situation over which they 
had no control. During my extensive literature search, I could not find any 
previous UK studies to suggest that a violent or traumatic death was a 
contributing factor influencing the family's decision-making in agreeing to 
organ donation for patients dying in the ICU or the ED.
Phillips (1999) suggests that the nature of the death of a person determines to 
what extent the death is perceived as traumatic, and suggests that sudden 
death brings with it “feelings of hopelessness, fear and overwhelming chaos” 
(1989:55). Trying to establish what motivates a newly-bereaved family to 
agree to donate their dying relative's organs in the Emergency Department is 
complex. Daly (2006:81) states “understanding how and why a patient’s family 
member request, agree to or refuse organ donation of their loved one requires 
both sensitivity and appreciation of the many complex dimensions of the act of 
donation”. Although my findings have identified a number of common themes, 
further analysis of my data suggests that at the actual time of the initial 
request for donation, the overarching motivator to agree to donation, for 16 of 
the 20 ED families in my study, was simply to carry out the wishes of their 
dying relative.
150
Chapter 8
The Relationship between the Donor Transplant Coordinator and the
Donor Family
8.0 Introduction
This chapter will analyse the relationship between the Donor Transplant 
Coordinator (DTC) and the 20 donor families in this study. It will focus on the 
DTC’s role from approaching the family for formal organ donation consent to 
supporting the bereaved family through the whole of the donation process. In 
this study, a DTC was involved in the care of all of the 20 participating 
families. In three cases the DTC made the initial approach about consent after 
being alerted by the ED staff (as discussed in Chapter 6) and in 17 cases the 
DTC was called in as the specialist nurse to speak to the family after the 
donation conversation had been initiated by the ED Health Care Professional 
(HCP) and the family had informally agreed to consider organ donation (see 
Table 5.1)
The main themes that will be analysed in this chapter are: (1) the impact of 
the ‘two tier’ approach for organ donation consent; (2) the effect on the family 
when the DTC appeared unannounced; and (3) the pivotal role of the DTC as 
an information provider, damage repairer and flying buttress for the donor 
family throughout the whole donation process.
8.1 The Donor Transplant Coordinator’s role in ED
As discussed in Chapter 1, the role of the DTC is role is complex and multi­
faceted. A major component of the role is clinical. This involves the facilitation 
of the organ donation process, from the initial referral of a potential organ 
donor, attendance to the Intensive Care Unit (ICU) or ED, obtaining formal 
consent from the family, seeking approval from Her Majesty’s Coroner, to 
offering the organs to transplant centres and the organisation of the organ 
retrieval operation. Rhodes (2011) describes the DTC role as being 
“multifaceted requiring many skills to successfully navigate the many 
challenges in managing the organ donation process effectively” (2011:134).
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Appendix 2 provides a detailed example of the organ donation process as 
facilitated by the DTC, from the initial referral of a potential donor through to 
the information and care the family receive following the donor operation.
8.1.1 The two tier approach
In this study 17 out of the 20 families were initially approached by the doctor 
or nurse caring for the patient in the ED, who asked the family if they would 
like to discuss donation options further and meet with the DTC. The DTC was 
subsequently called in by the ED doctor or nurse to speak with the family and 
provide further information and take formal donation consent. I have 
characterized this as the ‘two tier’ approach to organ donation consent. This 
‘two tier’ approach is something that is not advocated for the family in the ICU 
since Best Practice Guidance on approaching the family (NICE, 2011) 
indicates that the approach should be made collaboratively with the DTC and 
ICU doctor (see Box 3.1). As discussed in Chapter 3, previous research in 
ICUs supports a collaborative approach (Shafer et al, 2004), as it is said to 
achieve a more favourable outcome and is more likely to result in consent 
from the family.
8.2 The researcher in a familiar field
The methodology chapter (Chapter 4), discussed that one of the major 
challenges encountered in undertaking this research was the requirement to 
separate my two roles, one as a researcher and the other as an experienced 
DTC researching a familiar field. Three of the interviews undertaken were with 
the families of Ann, Colin and Mrs Evans, for whom I acted as the DTC when 
their relative died and donated organs. As I already had a previous 
relationship with these participant families as a DTC, I deliberated for some 
time as to whether I should omit the responses from these families for this 
chapter. However, I felt this would have been inappropriate, as they also had 
a ‘story’ to tell. I acknowledge that the responses about the role of the DTC for 
these three families may have been affected by the fact that I had also been 
their DTC during the organ donation process and caution therefore was taken 
during the analysis of their data.
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However, following further analysis of the data I would argue that the 
responses from these three families would not have differed greatly if another 
colleague had been the DTC on duty.
The families would have gone through the same experience in terms of the 
initial approach before I arrived, and in the interviews each family had their 
own unique story to tell and which was not always complimentary to the DTC.
Cathy was very honest about how she felt about the DTCs premature and 
unannounced arrival. Alice was very open and her interview reflected a 
presentation she had given to a group of doctors and nurses at a medical 
conference. In contrast Ettie and Eva, did not remember too much about the 
DTC; their most vivid memory was of the ED doctors during the initial 
approach.
8.3 Three examples of the Donor Transplant Coordinator’s role
The following sections will discuss the data from the three families with whose 
care I was involved in when their relative died and consented to organ 
donation. These three families had three very different experiences, and each 
illustrates aspects of the pivotal role of the DTC at different stages of the 
organ donation trajectory in the ED.
8.3.1 A lonely place made safe
Ann's mother, Alice, was first introduced to the DTC after the doctor had told 
her that her daughter would not survive (Ann jumped to her death from a 
bedroom window) and the subject of organ donation had already been 
broached by the ED doctor. Alice was made aware by the ED doctor that the 
DTC was coming to speak to her and Alice had already agreed to consider 
organ donation after the ED doctor initiated the donor conversation. During 
the interview we talked about how Alice felt after the initial approach from the 
ED doctor and what it was like waiting for the DTC to arrive. Alice’s boyfriend 
(not Ann’s father) accompanied her to the hospital but Alice never spoke of 
him, possibly because he did not come into the waiting room with her during 
the conversation with the ED doctor and nurse. Alice also had a grown-up
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son, who was not there either. Ann’s father, Alice’s ex-husband, was travelling 
down from the North of England and did not get to the hospital until the next 
morning. This left Alice alone whilst waiting for the DTC to arrive, Alice told 
me that the waiting time was a “lonely place to be”.
Alice: That was a horrible place, where I was, between being asked
about the organ donation and the coordinator arriving.
Researcher: How long was that time, do you remember?
Alice: I realise now that I was in a deep state of trauma, it seemed
like an hour, maybe an hour and a half. It didn’t seem an 
undue length of time.
Researcher: That’s quite important. I’ll just stay with that if I may. An hour
and half, which must seem like a lifetime in some respects 
when you’re sat with all that activity going around, a lot of 
police presence. Just sitting waiting for the coordinator. Do 
you think it would have been best for the ED team to do the 
approach with you, the formal approach for organ donation or 
did you need to see the DTC at that time?
Alice: Well, you’ve got to understand that I have not got a clue how
Emergency Departments work, I think having a coordinator is, 
is to me. I’d say essential.
Researcher: So you would say time is important? You need time spent with
you?
Alice: It’s just that you’re plunged into this waking nightmare - there
is no other way to describe it. It’s just like your worst 
nightmares kind of magnify, you know like. It’s so hard to 
describe that feeling. The reason I have always used the 
backdrop of that night out is to try to explain that, you know 
how ordinary life can be changed (Alice clicked her fingers). 
And I would imagine that all ED admissions where the life of 
that person is not going to survive is going to change every 
single family. Because it is everyone’s worst nightmare that 
knock on the door, your husbands had, you know, son, 
mother, and father, daughter. That’s why I think it is crucial, 
that you have a dedicated person.
Alice described here the trajectory of her normal, ordinary, happy day into her 
worst nightmare - a lovely summer’s day, celebrating the end of school term 
with colleagues and within hours her life changed dramatically. She told me 
she was in the “darkest place”. The approach for organ donation by the ED 
doctor was fine, but the wait alone for the DTC to arrive, even though it was 
only about one hour, was a “horrible place to be”. A comfort Alice took from
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this was that when the DTC arrived and spoke with her, she felt “almost safe" 
again. Alice found the caring and support she needed in the DTC. I would 
argue that if Alice had been supported by the ED nurses or doctor or a family 
member whilst waiting for the DTC to arrive it is most likely that the “dark 
lonely place” Alice found herself would have been more bearable for her. 
However, Alice told me the ED was very busy that night and there were no ED 
staff available to sit or speak with her.
Alice: Once the DTC arrived, I did really feel kind of, maybe it
sounds a bit dramatic, but I did feel kind of safe when she 
arrived, because you (referring to herself) are totally 
traumatised, you are completely lost. There is so much to take 
in. For me, it wasn't only because Ann had had this terrible 
accident, she had committed suicide. So there was that for 
me to take in. I think every family’s trauma is unique to them.
Between the initial donation request from the ED doctor and the DTC arriving, 
Alice found out that Ann had actually jumped from the window herself.
Alice: So, hm. So when you arrived I felt that you were able to
explain everything to me in such a way that was very calm... 
Because everything was explained to me in a very calm and 
measured way. Plus I can also remember you saying to me 
“you can always change your mind you know”. You kept 
reminding me that you know and kept asking me “did I 
understand?”. I think it’s quite important to go back because 
when you’re in that state of trauma, I think you do need 
reminding, it’s really important. You really are traumatised.
Alice’s recollection about the DTC is very positive, as is the feedback from the 
care she received from the ED doctor who initially approached her for organ 
donation. Alice had previously told her daughter’s story at a conference and 
the account of her story was very similar to her interview, in that she felt safe 
when the DTC arrived.
8.3.2 ‘Repairing’ the damage
This section illustrates how the damage caused by an untimely approach to 
the family by the ED nurse was repaired by the DTC once she arrived. Colin’s 
girlfriend, Cathy, told me she felt the approach for donation had been made 
far too early and that the DTC was also brought in too early (discussed in
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Chapter 5). Cathy does not regret donating Colin’s organs, but she still insists 
that she should have known that Colin was going to die before donation was 
mentioned. When Cathy first met the DTC she actually asked her to go away 
and said “I do not want to talk to you”. The DTC had been called in by the 
nurse from the ED who had initially briefly broached the subject of organ 
donation with Cathy, but this had not been understood by Cathy. When the 
DTC arrived, all Cathy’s family were standing outside the ICU to where Colin 
had been moved.
Researcher: Do you remember much about the transplant coordinator
coming in?
Cathy: Yea, I hate saying it, and I was thinking about this a lot, and I
know you won’t sort of take this personally, but I do remember 
you turning up when we were outside the door, and I just 
remember kind of thinking “I just don’t want to speak to her, 
go away”.
I asked Cathy if she remembered why she felt that way.
Cathy: We kind of, got a bit of hope, we’re going up to the Intensive
Care so they must be doing that for a reason, would he get 
better?. So obviously I’ve got all this hope inside me, hoping 
he’s going to be fine, and then probably the way I felt is that 
I’ve kind of got you (the DTC) there trying almost to say, “well 
he’s not going to make it, and I don’t mean this in a horrible 
way, but, I want his organs”. I know it’s not like that, but it felt 
very much like, you know, and I know you have a job to do, 
and I know now that, and you probably knew more medical 
stuff about it than I did so you probably knew that there was 
no hope, but we hadn’t been told that, so whether or not, you 
know, it’s really difficult.
The family experienced massive confusion when Colin was moved to the ICU. 
Due to the lack of communication they assumed that Colin was moved to ICU 
to receive further treatment. Then when they were confronted by the DTC 
outside the intensive care unit this provided even further confusion as to why 
she was there, as they believed Colin had been moved to the ICU to provide 
him with some care. Cathy and her family became confused and went from 
having hope that Colin might get better because he had been moved to ICU, 
to having all hope taken away because the DTC appeared. This confusion 
was due to a combination of factors, including the ED nurse’s untimely
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initiation of the donor conversation, the lack of an explanation from the ED 
staff as to why Colin was moved to ICU and the sudden, seemingly 
incomprehensible presence of the DTC.
Cathy's interview indicates that the presence of the DTC changed the whole 
dynamic for Cathy and her family. Cathy’s transitions from fiancée to potential 
organ donor family member became a reality when the DTC arrived on the 
scene. Cathy knew the DTC was there for a reason; she would not be there if 
Colin had any hope of survival.
Cathy told me that her relationship with the DTC changed over the course of
that day. She told me that the DTC managed to provide a good level of
communication to Cathy and her family.
Cathy: I must admit the way that when the DTC (you) spoke to us
and informed us all about what was going to happen, what 
organs could be taken and all that sort of stuff, I think that was 
all fine, and that was the very sort of information and very sort 
of like “OK, I know what’s happening now”.
This extract illustrates that the information provided by the DTC was the level 
of information the family needed. They were then ready to have a detailed 
conversation about organ donation, but Cathy was not ready when the DTC 
first arrived. Towards the end of the interview, I asked Cathy if she had 
anything else she wanted to discuss.
Cathy: I know this sounds a bit funny, but I wouldn’t say it was the
aftercare, but the way the DTC has kind of always kept in 
contact, the letters have always been very sort of nice and 
kind of, the whole after thing, they’ve been so appreciative of 
us giving Colin’s organs. I think that’s been really nice and 
you know I think it would be like that, you’ve got the organs 
now, bye, “it’s nice that it hasn’t been like that”.
Researcher: Do you have any regrets about the donation?
Cathy: No. The only regret that I have is that I wish people could
have used more of him. I know that sounds like a horrible 
thing to say but I know you couldn’t use his lungs because 
they’d been damaged.
Data from this interview indicated that the DTC had to repair the damage 
caused by the poor initial approach of the ED nurse which was the starting
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point of a whole series of problems for the family, including the poor 
communication between the doctor and the family and the DTC arriving 
unexpectedly. The lack of communication was a major flaw. The ED doctor 
should have disclosed the critical extent of the patient’s condition and 
discussed this with the ED nurse who initially broached the subject of organ 
donation with the family. The nurse did not take time to assess the family’s 
level of understanding before discussing organ donation and the 
consequence of her approach left this family with unnecessary additional 
stress. Cathy did not see Colin in the ED before the donor conversation took 
place which proved problematic for her. The interview data reinforce that the 
approach for organ donation must only be done by a HCP who has the skills 
to support a family whose relative is dying in the ED.
Cathy considered that the presence of the DTC was “‘too soon”; she had not 
been prepared for the DTC’s arrival. Another confusion for this family was 
that Colin was moved to the ICU after organ donation had been briefly 
mentioned, but the family interpreted this as a sign of hope because “why 
would they move him to ICU, if he was dying”, and believed that the doctors 
“may be able to do something” for Colin. The analysis indicates that good and 
honest communication, in the face of no hope of a recovery, and the need to 
clearly explain the reason why their relative is being moved out of the ED, is 
imperative to meet the basic needs of the newly bereaved family.
Although Cathy indicated that the DTC’s arrival was too rushed, the DTC 
made the situation more tolerable, and gave the family the information they 
needed. The DTC ‘aftercare’, as Cathy referred to it, in terms of having the 
support of the DTC post organ donation, was invaluable.
8.3.3 Remembering good care
I was one of two DTCs on duty the night Mrs Evans was identified as a 
potential organ donor and referred to the DTC services. Her daughters, Eva 
and Ettie, and her son, (Eddie) were first introduced to the DTC following an 
initial donor conversation with the ED doctor. Mrs Evans’s two daughters, 
Eva and Ettie, and her son were asked about organ donation by one of the
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ED doctors (discussed in Chapter 6). However, having initially refused to 
consent to donation, they agreed to see the DTC after another doctor 
explained what the process would involve. During the interview it became 
clear that both Eva and Ettie remembered little about the DTC; what they did 
remember was the support they were given and how the communication from 
the DTC made the situation clearer. They acknowledged that consenting to 
organ donation provided them with more special time to say goodbye to their 
mother, (discussed in Chapter 9).
8.3.4 Themes from three examples
All three of the interviewees discussed in this section told a story that was 
unique to them. In each case, the initial donor conversation had been made 
by a member of the ED staff prior to the arrival of the DTC. Ann's mother, 
Alice, and Mrs Evans's daughters were both asked if they wanted to speak to 
the DTC and both said “yes”. However, for Colin’s family, the initial mention of 
donation proved problematic because of the way it was raised by the ED 
nurse, (as discussed in this section 8.3.2 and in chapter 6)
A common thread was that the DTC played a very important role in informing 
the family and helping them to understand what was happening, which made 
the family feel supported. Both Mrs Evans’s daughters and Colin's family had 
specific areas of concern about being approached ‘too soon’ and in both 
situations it would seem that the DTC repaired the situation to make it better 
for the family. Timing was a factor in that, as the DTC stayed with the family 
throughout the organ donation process, she had the opportunity to build a 
relationship with the family, during which time they were able to absorb more 
of the information about what was happening to their relative. However, it is 
likely that if the ED nurse or doctor had had the time and opportunity to stay 
with the donor family, this relationship would also have developed, but the fact 
is that the ED HCPs do not have the time to spend with a family in the period 
between the initial approach for consent up until the time the patient goes to 
theatre for organ removal (as illustrated in Appendix 2). This is a lengthy 
process which lasts between 12 and 26 hours. A significant part of the DTC’s 
role in the ED is therefore to support the bereaved donor family throughout
159
the donation process after the ED HCP has initiated the possibility of organ 
donation.
8.4 Unannounced appearance of the Donor Transplant Coordinator
The previous section showed that the families of Mrs Evans and Ann, who 
had been informed clearly and explicitly that the DTC was going to come and 
see them to discuss organ donation, appeared to be more prepared to have 
the formal donation conversation, in contrast to when the DTC just appeared 
without prior introduction, which proved to be problematic for Colin's family.
This section will discuss the families of the three donors, Mr Patel, Larry and 
Shamus, for whom the DTC appeared without prior warning, and before there 
had been any mention of the possibility of organ donation. In all three 
approaches, the families had not been made fully aware that the DTC was 
coming to speak to them or why he/she was coming to see them. The aim of 
this section is to explore the development of the relationship between the 
donor family and the DTC following the sudden appearance of the DTC which, 
as discussed in Chapter 6, proved to be problematic for each of these 
families.
Lorna supported Larry, her husband’s wish for organ donation as she knew 
that he was registered on the Organ Donor Register (ODR). Her approach to 
the whole situation was “fairly pragmatic” as she described it. Lorna had 
nothing but praise for the DTC himself; however, she did say that she would 
have preferred to have been given some pre-warning that the DTC was 
coming to see her so that she could “prepare herself and she felt that the ED 
doctor should have raised the initial conversation before bringing Alan into the 
room. However, there is nothing to suggest that this initial approach had a 
negative effect on the relationship between the DTC (Alan) and Lorna. Alan’s 
skilled experience in caring for bereaved families was evident and it was the 
process by which the ED doctor introduced the DTC that Lorna found 
problematic and unsatisfactory, not the individual doctor or DTC.
In similar way to Lorna, Mrs Patel was introduced to Karen, the DTC, before 
any of the ED doctors had broached the subject of organ donation, as
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discussed in Chapter 6. During our conversation, I asked Mrs Patel how she 
felt when she was approached by the DTC. Mrs Patel told me that she was 
disappointed that the DTC and not the ED doctors had talked to her about 
organ donation, but she was pleased she met with the DTC who had 
explained to her what the whole process involved.
Shamus’s wife, Sharon, was first asked about organ donation when she met 
the DTC in the ED (discussed in Chapter 6), although in a slightly different 
context to Lorna and Mrs Patel. Sharon was informed by the doctor that a 
Specialist Nurse-Organ Donation (SN-OD also known as DTC) was coming to 
speak to her. She thought the specialist nurse was coming to speak to her 
about giving her husband some specialist nurse care and could not recall the 
doctors explaining in any detail why she was coming. There was no evidence 
in Sharon’s conversation to suggest she had developed any kind of 
relationship with the DTC and I would argue that in this situation, the delay of 
the initial organ donation conversation, coupled with the poor care she 
received from the ED staff, did have a negative effect on the relationship 
between Sharon and the DTC.
Sharon and Lorna both gave very similar feedback in that they both felt that 
they should have been given some warning about why the DTC was coming 
to see them. The importance of bringing the DTC into the situation is 
overwhelmingly significant for the family, since it changes the whole focus 
regarding their relative's position, who no longer is just a patient; they have 
become a potential donor. This study has shown that families need to be 
asked about the possibility of donation and if they would like to see the DTC 
before the DTC is brought into the room. This study has shown clearly that the 
ED doctor is in a unique position to initiate the donor family conversation.
The data indicates that the initial approach had no bearing on the relationship 
between the family and the DTC for Lorna and Mrs Patel, although it did for 
Sharon. The analysis of data informs us that the introduction of the DTC 
without prior warning to these three families was problematic. However, it is 
worthy of note that in each case the ED doctor was following Best Practise 
guidelines by not initiating the organ donor conversation without the presence
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of the DTC (NICE 2011 discussed in Chapter 3). My findings strongly 
reinforce the benefit of a ‘two tier’ approach for organ donation in the ED.
8.5 Donor family champion
This section describes the relationship between the DTC and the donor family 
throughout the stages of the donor process. In all of the following cases, the 
initial donor conversation had been undertaken prior to the arrival of the DTC, 
so the family were expecting the DTC and understood that he or she was 
coming to discuss organ donation with them.
Two main themes emerged. Firstly, that the DTC played a significant role in 
repairing some previous problematic conversations or experiences that the 
family had had with other HCPs, and secondly, the provision of support and 
information by the DTC was vital in helping the family through a very 
emotional and stressful time.
Valeria’s mother, Vicky, initiated the organ donor conversation as she knew 
that it was what her daughter wanted (discussed in Chapter 5). The ED doctor 
then confirmed that Valeria was on the Organ Donor Register (ODR) and 
asked whether this was something they (the family) wanted to go ahead with. 
All Valeria’s family agreed and this is when the ED introduced them to Jay, 
the DTC. Throughout the interview it was obvious that although Jay did not 
play a part in the initial approach, his role was positive and significant in this 
family’s experience.
Vicky: The doctor came in and said... because Jay (DTC) was
outside with the doctor, he came in and I think he said “Did 
you know that she was on the organ donor register?” and I 
said “Yeah, I did, and funnily enough we were just talking 
about that”. It was almost as if, he’d come in to say that, and 
we were just already talking about it, and he said “Did you 
know her wishes?” and I said “Yes I did” and I confirmed that 
and he said “We’re lucky because we do actually have the 
organ donation co-ordinator here”. “If it’s your wishes” he said 
“We’ll get him to come and see you” and so that was it, and it 
sort of rolled on from there.
162
Prior to the discussion about organ donation and meeting Jay, Vicky 
explained to me that the care they, and Valeria, had received from the ED 
staff was excellent. They really felt cared for and Valeria's dignity had been 
protected. The ED staff and Jay (DTC) played a very important role for the 
family.
Vicky: Jay (DTC) was absolutely delightful; he explained everything
to us. He was very informative, kept us informed, and in a 
way, that was so nice to be involved in that decision making, 
we weren’t involved, but we were informed, that’s so awfully 
important it’s as if, well she was still our child, our loved one, 
but we were being informed about everything. That was being 
involved with her.
Vicky: Yes, so we were all able to say our goodbyes, and I think that
was so important to us. Because when someone does die so 
suddenly like that, erm, it was just lovely to be able to take 
turns just to go and talk to her and tell her that you loved her 
and I did notice that she was deteriorating, she was going, 
that sort of pinkish look had gone, she was looking very grey, 
whitish, erm. And we were just informed all the way along 
about what was happening and Jay was sitting in the high 
dependency unit, at a desk there and doing phone calls to 
different people and such like telling me that teams were 
coming down. He was just absolutely wonderful, erm. He just 
told us everything that was happening, he just kept us 
informed all the time, and erm, even when we’d left the
hospital. He told us what was going to be outside, that the
ambulances would be outside, police cars, riders, I just
thought ambulances would be outside with blue lights on,
because he said it’s part of the co-ordination as well.
This extract illustrates that the support and care the DTC provided to Vicky 
and her family made the awful situation for this family bearable.
For Geri’s father, Gordon, the first conversation about organ donation was
initiated by the policeman, as discussed in Chapter 5. The DTC was then
called in by the ED doctors to make the formal approach. Throughout the 
interview the DTC did not seem to feature greatly in the process, but again it 
was evident that the DTC provided relevant information at a level the family 
needed.
Gordon: Once the decision was made, and then once they’d prepared
Geri, and they took her to another room. Once we were made
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aware of what was going to happen (by the DTC), what 
needed to be done, then it was a question of getting 
everybody out (of ED) as quickly as possible, once she'd 
passed (Brain Stem Tests). They can’t do that unless you are 
aware of the situation, otherwise it seems even more 
unemotional and like, “hurry up because we want this bit, you 
know”, so you need to have some preparation and need to 
have people like M (DTC).
Gordon and Ged, Geri’s brother, both explained to me how important it was 
to have the DTC there to prepare them for what would happen (they do not
recall having much to do with the ED doctors). Although the DTC was not
discussed very much in this interview, not many other people were either, 
apart from Geri.
Terry’s wife, Teresa, was approached about organ donation before the DTC 
was called into the hospital. I asked her if she could remember when she was 
introduced to the transplant coordinator.
Teresa: It was all perfect, so I can’t remember being introduced to the
transplant co-ordinator; I mean I know it was a girl to start 
with. I remember the girl saying “I’m really sorry” or something 
“I’m going to have to go” but I’m handing over to somebody
else, and I thought “somebody else, whatever”, and I thought
oh a bloke, and there he came (new DTC). And I thought, 
aahh “this is just perfect because he’s completely adorable, 
absolutely perfect” I just twigged with him straight away.
Teresa told me she had no regrets about organ donation and that her 
relationship with the DTC, Stephen, made this time during the whole process 
“bearable”.
Teresa: It (the care) really was excellent and actually when I think
back on it, I think what an incredibly difficult job you (DTCs) 
must all have doing that. Steven (DTC) was perfect.
Organ donation was first broached with Donald’s brother, David, during a 
telephone call from the hospital to say that Donald was a patient in the ED (as 
discussed in Chapter 6). Following that shocking phone call, David and his 
wife Diane had to drive some 200 miles from their home to the hospital where 
Donald was.
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David:
Diane:
Diane:
David:
Researcher:
David:
Diane:
Well, we got there what was it about 5am, something like that 
I don’t think Sue (DTC) got there until 7.30am.
It was a couple of hours. It felt quite good for me that period of 
time because it’s like we had lots of time, and we spent lots of 
time with Donald, going in and out and spending time with 
him..
Well, once we got to ED, I thought it was exemplary 
(participant’s emphasis). There was nothing that I felt was 
anything other than just what it needed to be. It felt very 
respectful of both Donald and of us, and I can remember the 
nurses, that male nurse talking to Donald as he was coming in 
and doing something and that felt quite comforting. They 
weren’t treating him like a dead body already, but as a 
person. So I felt that was fine and felt great and was a really 
good counter-balance to how angry I had been initially by the 
approach.
Sue (DTC) was amazing in explaining things and then the two 
doctors were as well.
How the co-ordinator was, did that counteract any of the 
awfulness of the call you had initially?
To be honest, I think. Sue (DTC) was really good, and there 
was something because she was engaging with us in a very 
good way, but also treating us as human beings, whereas the 
other staff, the nursing staff tended to keep away. They 
helped, they said “do you want some tea or whatever”? “do 
you know where everything is”? and this and that, but they 
didn’t really engage with us personally, did they?
I thought Sue (DTC) hit just the right spot, you know, just got 
the right balance of things.
David and Diane, despite the initial problematic telephone conversation with 
the doctor, could not fault the care that they and their brother received from 
the ED staff and from Sue (DTC). Sue in particular engaged with them and 
managed to repair the mistakes of the initial telephone donor conversation. 
Importantly, David and Diane were asked if they wanted to see Sue (the DTC) 
and they knew why she was coming. Even though they had to wait for Sue to 
arrive, for them that was fine, as it gave them some time to be with their 
brother Donald.
The DTC was introduced to Henry’s family after the ED nurse had broached 
the subject of organ donation. Harry and his wife were both made aware that 
the DTC was coming to speak to them about organ donation and they both
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spoke of their very high regard for the DTC, the support she gave to them and 
how well she cared for their dying brother. However, Henry did not die within 
the time frame (discussed in Chapter 9) and therefore his organs were 
medically unsuitable for transplant, and he was moved back to the ED. 
Although the DTC had to leave them in the ED (where Henry eventually died) 
they did not criticise her because they understood that “she had to be 
somewhere".
Harry: I said (to the DTC) “you know, this is one of the toughest days
of my life and I want you to know that you’re a person of great 
compassion and kindness and we really appreciate all that 
you’ve done”.
The approach to Zak's mother, Zana, was problematic as discussed in 
Chapter 6. A potential compounding problem for Zana was that she and her 
family had to wait a long time for the DTC (Jane) to arrive. Jane had travelled 
from another region (approximately 100 miles) so they must have waited for 
2-4 hours for her to get there. However, Zana had nothing but praise for the 
DTC, who it seems repaired some of the damage caused by the initial 
approach. When she spoke of Jane during the interview, Zana’s tone and 
body language changed, which told me that the DTC had made this awful 
situation better for Zana.
Zana: So we were there in this place, we couldn’t believe where we
were! A couple of hours before our lives were as normal as 
anything and then here we are in this ward and night time 
approaching. Then Jane (the DTC) came. Which did seem 
like hours for her to come and what a lovely lady she was.
Zana developed a trusting relationship with the DTC. She told me that when 
Zac was being moved to the operating theatre for his organ donation 
operation she told Jane (DTC) that she was handing her son over to her care 
and as Zac left the room with Jane, Zana poignantly said to her that she was 
“entrusting her son, Zac” to her, something she would not have done with the 
doctor who initially approached her for organ donation consent.
The families of Jack, Nicola, Oscar and Mrs Franks were all informed and 
understood that the DTC was coming to speak to them about organ donation.
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They had all agreed to meet with the DTC following an initial donor 
conversation with the ED doctor or nurse. All four families spoke very highly 
about the care they had received from the DTC, which resonated with the 
experiences of other families discussed in this chapter. The findings indicated 
that the families saw the DTC as the information source during the formal 
consent process, and their main supporter and carer. The data suggest that 
the fact they knew and understood why the DTC was coming to see them 
helped to shape the development of a trusting relationship and that the quality 
of the support and care provided by the DTC had a positive effect during the 
donor families’ grieving process.
Jack’s DTC was very caring and even asked if Jo, his girlfriend, wanted to lie 
next to him.
Researcher: When the transplant co-ordinator came, what was that like?
Mrs Johnson: She was marvellous, lovely lady, wasn’t she? (speaking to Jo,
Jack’s girlfriend)
Jo: Totally calm, gentle.
Mrs Johnson: Yeah, she knew exactly what she was doing, and how to do
everything, so got no complaints. She explained everything
and said “if you have any questions, any requests, please just 
come and see me”.
Jo: His handprint and a lock of his hair. Initially, I said no and then
sort of like a couple of hours later, I thought, “no. I would like
that”, and she (DTC) said “that’s no problem, Jo and if you
want when we arrive, near the end, get on the bed with him, 
hold him, do whatever you want to do”, she was marvellous.
In all cases discussed in this section, despite the problems that had arisen in 
some cases with the initial approach for organ donation, the DTC repaired any 
damage caused and made a bad situation bearable. The data show that the 
DTC played a pivotal role as the information giver in this constantly changing 
and rapidly moving donation trajectory, and the communication between the 
DTC and the bereaved family was in all cases very supportive and 
personalised.
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8.6 Sensitive questioning in the formal consent process
The interviews did not specifically focus on the formal consent processes that 
a DTC has to undertake in accordance with the Human Tissue Act 2004 
(discussed in Chapter 1). However, a very important issue that emerged from 
one interview warrants some further discussion. Indeed one of the main 
reasons why Ruth (Raymond's wife) participated in this study was so that she 
could tell me about the “awful” experience when the DTC asked her to 
complete the formal donation paperwork which had to be completed despite 
her husband being on the ODR. Ruth and her family felt that the organ 
donation paperwork process was really difficult, unnecessary and stressful. 
They assumed that because Raymond had registered his wish to donate via 
the ODR that they would not have to go through what they did.
During the formal DTC consent process with the family a patient assessment 
is carried out. The DTC has to ask the family a series of questions relating to 
the donor’s past medical history and also social and behavioural questions, 
such as the donor’s smoking habits, alcohol consumption, taking illegal 
substances and sexual behaviour (such as extra-marital affairs, use of 
prostitutes and homosexual behaviour). DTCs are trained to approach the 
family in a way that recognises the sensitive nature of asking such questions, 
but, in Ruth’s experience, this part of the donation process proved very 
problematic for the family.
Ruth: The approach was fine, it was the paperwork. Because like I
said, if Raymond had had all these extra-marital things, I 
would be the last person to know. Basically, bless her, Donna 
(DTC) was sitting there with a tick list ’ can we use this, can 
we use that?”.
I asked Ruth if she thought the DTC perhaps was nervous or not very 
experienced.
Ruth: She was very shy. Should we say “very wary of not hurting
me and pushing me”. No, she was very nice, it was not her 
fault, and she had to ask the questions. I could hear my sister 
and friends in the background saying “Oh my God”. My 
friends were freaking out, but it was so ridiculous it was 
upsetting me, and my friends and family were very upset... I
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have no complaints about how we were treated in any way 
apart from the paperwork. It’s just the business of the card 
and the questions.
Although there may have been an issue with the level of skill the DTC had 
when asking the questions, Ruth’s concern was not with Donna (the DTC); it 
was the actual process which contributed to her stressful situation
8.7 Discussion
This chapter has discussed the relationship between the donor families and 
the DTC. Focus was placed on the DTC’s role, from approaching the family 
for formal organ donation consent to supporting the bereaved family through 
the whole of the donation process and beyond in some cases. Three main 
themes emerged during analysis of the data: (1) The benefits of adopting the 
‘two tier’ approach for organ donation consent for the potential ED donor 
family; (2) the negative impact on the family when the DTC appeared 
unannounced; and (3) the pivotal role the DTC has, as an information 
provider, damage repairer and flying buttress for the donor family.
This study in keeping with other viewpoints (Rhodes, 2011) shows that the 
role of the DTC is indeed complex. They are responsible for the whole 
donation process from taking the initial referral from the ED doctor (or nurse) 
that a potential donor has been identified, obtaining formal consent from the 
family, offering out the organs to the recipient transplant units, accompanying 
the patient to theatre, where the DTC will also perform the final care to the 
body, which includes washing and dressing the body after the organ removal 
operation.
The evidence in this study suggests overwhelmingly that the participant 
families were pleased with the care and support they received from the DTC. 
Not all families’ experiences were perfect, but none of the participants directly 
blamed the DTC, instead it was some of the processes that they appeared 
dissatisfied with, as in the cases of Shamus and Mr Patel. The findings show
13
NHS Blood and Transplant are currently reviewing the whole consent process as other families have complained 
to the organisation about the sensitive nature of some of the questions and having to sign a consent form when their 
relatives’ wish to be a donor is already registered via the ODR.
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that the DTC acted on many occasions as the repairer of damage caused by 
other ED health care professionals or processes that the family had 
experienced before the DTC met the family. The DTC brought with them 
expert knowledge that informed the families of what was going to happen. My 
findings indicate that the DTC’s knowledge and confidence made the families 
feel safe and calm and that the overall support the DTC provides to families 
throughout the whole donation process is pivotal to how they cope with the 
unimaginable situation they are in, both during the actual donation process 
and the grieving process post-donation. The list below shows the terms used 
by participant families to describe the DTC.
Safe 
Faultless 
Perfect 
Right balance 
Spot on
Compassionate
Kind
Informative 
Absolutely delightful 
Trust 
Dedicated 
Marvellous
The data also indicates that the unannounced appearance of the DTC proved 
problematic for the families; they were happy to meet with the DTC, but 
needed to be informed that he or she was coming to speak to them, and why.
The ‘two tier’ approach, discussed in section 8.1.1 which is when the ED 
doctor (or nurse) initiates the donor conversation and asks the family if they 
would like to discuss the donation options further and meet with the DTC, 
proved far more favourable for families in this study. Findings demonstrated 
that the trajectory of events for the bereaved family indicate that a ‘two tier’ 
approach when seeking consent for organ donation in the ED is preferable
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and more comfortable for the family for two main reasons. Firstly, because the 
initial conversation about organ donation is made in the ED by a caring 
professional who has cared for their dying relative and with whom they have 
already built up a relationship. Often this same caring health professional has 
informed the family that their relative is dying and that their is no hope hence 
the initial request from this caring professional appears to be seen by families 
as a natural progression. Secondly, it allows the family time to prepare 
themselves for the arrival of the DTC and the formal donor conversation 
during which the DTC takes formal consent. The findings indicated that when 
the family had been forewarned and agreed to see the DTC it provided a solid 
platform for the development of an honest and trusting relationship between 
the DTC and the donor family.
There are no specific studies that have addressed the distinct role of the DTC 
in the ED compared with their role in the ICU. My study has demonstrated that 
although the DTC is the critical link in ensuring good communication between 
the ED HCPs and the family, the findings indicate that their role is different in 
the ED, in that, unlike in the ICU they are not best placed to initiate the donor 
conversation. My study has identified that the ED doctor is in a unique 
position to play a vital role in the initial discussion for organ donation in the 
ED. Whereas the DTC plays the vital role of taking the formal donation 
consent and supporting the family through the organisational aspects and the 
trajectory from initial consent to organ removal and beyond.
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Chapter 9
The Trajectory to Organ Donation within the Emergency Department
9.0 Introduction
Once a patient is recognised by doctors in the Emergency Department (ED) 
as a potential organ donor, it is usual practice that they are transferred out of 
the ED to another part of the hospital such as the Intensive Care Unit (ICU) or 
the recovery area of the operating theatres. The family may have given their 
informal consent for organ donation to proceed before their relative is moved, 
but this is not always the case. This contrasts with the organ donation process 
from the ICU where once a family agrees to organ donation, there is no 
movement of the donor from their bed space in ICU until it is time for them to 
be moved to the operating theatre for the removal of their organs.
This chapter will discuss the responses of families when asked how they felt 
about their dying relative being moved out of the ED to another part of the 
hospital, purely to facilitate organ donation.
The aim of this chapter is to structure the participant families’ responses into 
the thematic categories that developed during the analysis of data in relation 
to unintended consequences of the family agreeing to organ donation and the 
subsequent movement of the patient out of the ED. Two key thematic 
categories emerged from the analysis of data: (1) the disadvantages of a 
patient remaining in the busy ED, in terms of deprived care, prolonged time to 
death and a depletion in value as an organ donor: and (2) the positive 
consequence of the patient being moved, in terms of better surroundings, 
natural move to preserve organs and more time to say goodbye in a dignified 
way which in turn provided a good death.
The first two sections of this chapter discuss the practicalities of caring for the 
potential donor and the family in the ED and what necessitates moving the 
patient followed, by an overview of the donor journey from ED to other parts of 
the hospital.
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9.1 Available resource to accommodate the organ donation process
In general, due to the layout of Emergency Departments (EDs) and available 
facilities and staffing resources, the EDs in UK hospitals are not able to 
accommodate donor patients for an extended period of time once the patient’s 
medical treatment by the ED doctors and nurses is complete. EDs do not 
have admission beds nor do they have the facilities and nursing staff 
resources to care for a patient long term, which in the ED would be for more 
than four hours. The procedure for any patient who requires admission is that 
they are moved out of the ED to the appropriate ward or department within 
each hospital. When a patient dies in the ED their body will be cared for in the 
ED and then transferred to the mortuary.
Some Hospital Trusts may have an Acute Admissions Ward to which patients 
can be transferred on a short term basis and most hospitals now have a 2-6 
bed Clinical Decision Unit where lower dependency patients from the ED can 
be observed whilst awaiting results of blood tests or further clinical review. 
However, these areas would not have the expertise to care for a ventilated 
potential organ donor.
In situations where a patient who is a potential organ donor is going to die 
they will in most cases be required to be moved from the ED to another part of 
the hospital. Ideally, this would be the ICU, as the patient will be intubated and 
ventilated. However, when no ICU bed is available, the potential donor patient 
is often moved to the recovery area in the operating theatres.
During numerous lectures I have presented to medical and nursing 
colleagues, a number of Health Care Professionals (HCPs) have raised both 
ethical and practical concerns about moving patients out of the ED purely for 
organ donation. It has been suggested that to move a patient out of the ED 
purely to facilitate organ donation is unethical, as this would not be in the best 
interests of the patient (potential donor). Other personal and professional 
accounts and opinions suggest that to provide a bed for a dying or brain stem 
dead patient would be wrong ethically if it meant that a person who may 
survive could make better use of the last bed in the hospital. Personal
173
communication from DTCs has indicated that some clinicians openly oppose 
moving a patient from the ED to another area of the hospital purely to facilitate 
organ donation. In contrast, other individuals suggest that to deny a patient 
the opportunity to donate organs due to lack of resources in the ED would be 
unethical, as it does not just deny the patients wishes, it also denies patients 
on the transplant waiting list the possibility of receiving life-saving transplant 
operations.
As I arrived in ED the Consultant Anaesthetist who was in charge of 
the ICU, shouted to me that “over his dead body would he move a 
patient from ED to ICU just for organ donation”. He went on to say 
that “he was there to look after the living, not the dead”. (Italic DTC 
emphasis)
(Personal communication with a DTC March 2012)
A number of professional expert bodies, including the UK Donation Ethics 
Committee (UK DEC) and the British Medical Association (BMA), have made 
recommendations on the issues of moving patients solely to facilitate organ 
donation.
A decision as to the most appropriate environment for end-of-life 
care needs to be taken in an unhurried way and at a senior level. It 
can be difficult to offer a compassionate and peaceful end of life in 
the emergency department, so a different location may need to be 
considered. Transfer to the intensive care unit or high dependency 
unit may be difficult if others require the same resources, but other 
possibilities include a side ward, the theatre recovery room or an 
anaesthetic room. Careful consideration needs to be given to the risk 
of death during transfer. It is important that families are fully aware of 
and understand the reasons for the move.
(UK Donation Ethics Committee 2011:41)
The BMA has recognised that in order to expand the organ donor pool HCPs 
need to focus on the missed potential of donors from EDs and that all options 
should be explored in order for the hospital to accommodate the organ donor 
procedure from ED. The following paragraph from the (BMA, 2012) suggests 
that although the BMA supports recommendations around increasing organ 
donation from the ED, there is a need to recognise the constraints due to lack 
of ICU beds.
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The BMA supports these recommendations but recognises that due 
to resource constraints it may not always be possible for patients to 
be transferred from the emergency department to ICU when organ 
donation is being considered. This may be because there are no 
beds available or because the patients do not meet the admission 
criteria. This is an issue that needs to be explored further both to 
determine the number of donors lost because of the lack of ICU
facilities and to identify solutions. This might involve seeking
additional funding to increase the number of intensive care beds 
and/or increased flexibility in terms of admission criteria or identifying 
other suitable locations for assessment and management of those 
patients who are not being treated in ICU but wish to donate organs 
after their death.
(BMA, 2012:37)
In addition to the above statement, other contributing factors that need to be 
explored as potential barriers to organ donation in the ED are the lack of 
experience of HCPs in dealing with potential donors and the culture that exists 
within EDs that organ donation is not the normal practice.
9.2 An overview of the donor journey from the ED
This section provides an overview of the potential donor journey from the
Emergency Department (ED). It also details the potential impact of the 
patient’s donation type, whether it was Donation after Circulatory Death 
(DCD) or Donation after Brain Dead (DBD) and if organ donation actually 
proceeded.
Of the 20 donors in this study, 18 were moved out of the ED after the initial 
conversation about organ donation had taken place. However, it was difficult 
to ascertain from the data just how many families had given ‘formal’ donation 
consent before their relative had been moved. The two remaining patients 
(donors) were retained in the ED until they were moved to the operating 
theatre for the donation operation (Table 9.1). Of the 18 patients who were 
moved from the ED, 12 were transferred to the ICU and six to the recovery 
area of the operating theatre. Transferring the patient to a place named the 
‘recovery area’ is rather bizarre as none of the patients transferred there were 
ever going to recover. Interestingly, no family raised any issue around this 
anomaly with me.
175
From the 20 donors in this study, 16 of them were DBD donors and all 
proceeded to donate organs for transplant purposes. The remaining four were 
potential DCD donors and only two of these patients actually went on to 
donate organs (Table 9.1).
Table 9.1 Overview of donation type and transfer of potential Donors 
from ED to ICU or recovery room
Pseudonym ED Moved to 
Recovery 
room
Moved 
to ICU
Organs
removed
Brain stem 
dead -  DBD
Potential
DCD
Ann yes Y yes
Colin yes Y yes
Bobby yes Y yes
Terry yes Y yes
Mrs Evans yes No PTA* yes
Mrs Frank yes Y yes
Geri yes Y yes
Nicola yes Y yes
Raymond yes Y yes
Kitty yes Y yes
Valeria yes Y yes
Zak yes Y yes
Oscar yes Y yes
Shamus yes Y yes
Larry yes Y yes
Jack yes Y yes
Henry yes No PTA* yes
Mrs Morgan yes Y yes
Mr Patel yes Y yes
Donald yes Y yes
TOTAL 2 6 12 18 16 4
* PTA = prolonged time to systole, died outside time criteria which made organs unsuitable. 
9.3 ‘Deprived’ final care - Patients who remained in the ED
From the 20 donors in this study only two remained in the ED until it was time 
for them to go to theatre for removal of organs (Shamus and Henry). This 
situation is fairly unusual for the ED as my understanding is that the majority 
of potential donors are transferred out of the ED, because the resources to 
care both for the patient and the bereaved family are limited there. Equally, if 
an emergency does arrive in the ED, this could prove problematic for the ED 
staff if patient spaces are blocked for a number of hours (by a potential 
donor).
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This section will focus on the analysis of the responses from the families of 
Shamus and Henry. The main theme that arose from these interviews was 
that the ED is not a good place to die.
Shamus and Henry were both cared for in the ED until the DTC had made all 
the necessary arrangements required for the donation process to proceed in 
theatres. The patients were moved directly to the operating theatre and would 
have been placed in the anaesthetic room initially where withdrawal of 
treatment would have taken place^"*. From the interview data, there was no 
evidence to indicate why Shamus or Henry were not moved out of the ED but, 
in my own professional experience, it may have been lack of beds, or perhaps 
the doctor on duty did not want to admit a patient who was dying into a 
hospital bed, even though the families had agreed to organ donation.
9.3.1 When the value of the potential donor changes
This section explores how the bereaved family felt when their relative who 
was no longer able to donate organs appeared to lose value to transplant 
professionals.
Henry was not brain stem dead, although the doctors could not offer Henry 
any further treatment that would be in his best interests. There was no hope 
for Henry and death was inevitable. He was therefore identified as a potential 
organ donor after circulatory death, otherwise referred to as a potential DCD 
donor (see chapter 1). Henry’s older brother Harry, and his sister-in-law 
Hazel, agreed to organ donation. Unfortunately, Henry did not die within the 
time f r a m e a f t e r  Withdrawal of Life Sustaining Treatment^® (WLST) was 
stopped and the breathing tube was removed and his organs were not 
suitable for donation. Henry was therefore moved out of the anaesthetic room
Both Henry and Shamus remained in ED until the DTC had all processes in place to 
accommodate the donor operation in theatres. For Henry withdrawal of life sustaining 
treatment took place in theatre, whilst for Shamus withdrawal of life sustaining treatment took 
place in the ED. This was due to Hospital Trust practice preference and not specific to the 
potential donor.
Donation after circulatory death (DCD) - The patient’s heart has to stop beating within two 
or four hours after extubation for the organs to be medically suitable for transplant proposes.
Withdrawal of Life Sustaining treatment (WLST) is the process of withdrawing 
active medical treatment from a patient in their best interest that will (should) lead to 
a peaceful and dignified death.
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back to the ED cubicle as there were no hospital beds available for him. Harry 
and Hazel told me that they had no objections that Henry was not moved out 
of the ED before he was moved to theatre for organ donation, nor did they 
regret agreeing to organ donation. They just felt very sad that, in the end, 
Henry was unable to donate because he did not die within the time frame 
which meant that Henry’s organs would not be suitable for transplant. They 
also felt very sad that Henry was not transferred to a hospital bed but instead 
he had to be moved back to an ED cubicle on a trolley to die, as opposed to 
going to a private room on a ward or the intensive care unit.
Researcher; He (Henry) didn’t die within the criteria for the organs to be 
suitable. How did you feel about that?
Harry: We were sad weren’t we? (Looking at Hazel) Because we, by
this point in time, we recognised that we would never see him 
again, and we wanted still some good to come out of this 
catastrophic situation really and were hoping, as I said earlier 
on, that part of him would be living on in other people, so at 
least some sense would (come from this).
Hazel and Harry both expressed that they very much wanted organ donation 
to happen as it was something they believed in as a family, but the waiting for 
Henry for over two hours to die in theatre and then when he was transferred 
back to the ED “was horrible”, as they described it.
Hazel: It was sad, it was horrible to sit in there (in ED), and that was
horrible.
They told me of the sadness they felt when Henry was moved back to the ED 
as they felt that the HCPs saw Henry as being less important. The extract 
below describes how Harry felt when Henry’s value was depleted once he 
was no longer a potential organ donor.
Harry ...and it’s almost like he, Henry was so valuable within that
time and then when he was moved to this other room (in ED), 
and it was almost as though, the onus wasn’t on him 
anymore, because he has very little value... He was almost 
like he was on stage, and then when his time on stage had 
finished, it was almost like he was shunted... He changed in 
their eyes (transplant doctors) but he didn’t change in our 
eyes The DTC had gone by then because she had something 
else that she had to do.
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Hazel and Harry equated their experience to being as part of a theatrical 
show, where Henry was the main star, until his organs were no longer viable, 
which then made Henry of less value. Their perception was that the transplant 
team no longer valued their younger brother, which I would suggest was the 
main reason that they felt so sad, rather than because Henry was not able to 
donate his organs. His family were also disappointed that they did not have a 
designated nurse looking after them during the final hours, which made their 
situation worse because the DTC had to leave to be somewhere else and 
they felt very much on their own.
Researcher: So, no one was with you?
Hazel: No, no, no one was there.
Harry: People just stuck their head around the curtain and said “are
you ok?”
Yet, despite this they did not regret going down the organ donation pathway 
and in the end they were with Henry when he died and they felt that he had a 
reasonably dignified death. The DTC wrote to Harry and Hazel and informed 
them that after Henry died he was able to donate his eyes and heart for heart 
valves, and ligaments from his legs which meant that six patients would 
benefit at a later date. Although they did not realise this at the time Henry 
died, they took great comfort from this afterwards.
9.3.2 ATragedy of errors
Shamus, like Henry was also a potential DCD donor and was cared for in the 
ED right up to going for the donor operation to remove his organs, which
meant that he remained intubated and ventilated during this time. Unlike
Henry, the withdrawal of treatment from Shamus took place in the actual ED 
where the ventilator was stopped and the breathing tube was removed. 
Although Shamus did go on to donate organs, the family experienced an 
“awful” time during Shamus's stay in the ED, and they do not feel that Shamus 
had a good death because of the poor care that he received in the ED.
As discussed in Chapter 8, his wife Sharon was very unhappy about how she 
was first approached for organ donation by the DTC following confusion about
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who the DTC was and why she was coming to see Sharon. In our 
conversation, Sharon revealed even more of her discontent at how her 
husband was looked after by the ED staff.
Researcher: Were you in the ED all this time?
Sharon: Yes, they put him in a bed and made him comfortable. But he
was fitting and getting up... I must say the place was chock-a- 
block that day. But he was fitting...The young girls (Sharon’s 
daughters) were there and they were frightened, it did not 
really frighten me. My daughter said “they should prepare you 
for that”. He was vomiting everywhere, what he had for his 
dinner the day before was all coming up. I kept calling the 
nurses over and saying "he’s suffering over here”, and they 
kept saying “no”.
The ED staff should have prepared the family for the fact that, although 
Shamus was in the dying stages, he might still move. Shamus’s vomiting was 
also very distressing for the family. The findings from this study indicate that 
what appears to have caused the most distress is that no one was listening to 
Sharon and hearing what she was saying. Her husbands’ distressed state 
caused her undue distress and a horrible memory remains with Sharon which 
was evident during our interview.
One of the reasons Sharon came into the study was so that she could say 
how badly she was treated in the ED.
Sharon: I wanted to say I was very unhappy about the way I was
treated (by ED staff). They might not have meant it...
Sharon went on to tell me how she felt unprepared after they, the health care 
professionals (HCPs), had pulled out (extubated) Shamus's breathing tube, 
and that she was not fully prepared for the team to then rush off with him to 
the operating theatres for the removal of his organs. It would appear that 
neither the DTC nor the ED doctors or nurses had ensured that Sharon 
understood what would happen when the time came for Shamus to be moved 
to the operating theatre. I asked Sharon if she had ever considered going 
back to the hospital or to speak with the DTC to say how she felt, and she 
answered
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Sharon: If I felt it might help someone else, because I felt dreadful,
gosh I should have said, “take all those things off his face”. 
They (doctors) “We have to go out very quickly”, and I said 
“well I did not agree to that”. I wasn't prepared. It was surreal, 
like I was not there. Not a lot we can do!
From the initial approach for organ donation through the whole donation 
process Sharon was let down by the health care professionals including the 
DTC in what can only describe as a ‘tragedy of errors’, almost as though her 
needs had been overlooked by all who came into contact with her. The DTC 
clearly did not perform an adequate role in the donation process for Shamus. 
However, Sharon went on to say yes to donation and has no regrets about the 
actual donation itself. We can conclude from this that moving Shamus from 
the ED to a bed in another part of the hospital may have provided Sharon with 
gentler memories than those associated with keeping her husband in the 
hectic ED until the ventilator was removed and he was moved very rapidly to 
the operating theatre for organ removal.
From the families’ accounts of the two patients in this section (Henry and 
Shamus) who remained in the ED until it was time to go to theatre for removal 
of organs, it appears that both were disadvantaged in comparison with those 
18 donors who were moved out of the ED to the ICU or the recovery area of 
the operating theatre suite.
9.4 The Move to ICU
This section describes the responses of the 18 participants when they were 
asked how they felt about their relative being moved from the ED to the ICU 
or the recovery area of theatres purely to facilitate organ donation. Sixteen 
were DBD donors and the remaining two were potential DCD donors. One of 
the potential DCD donors did not proceed to donation whilst the remaining 17 
did donate organs for transplant purposes. The aim of this section is to 
examine the unintentional consequences and benefits of moving the potential 
donors from the ED to facilitate the organ donor process in relation to 
preservation of organs, the potential donor being in better surroundings and 
the donor family having more time to say goodbye.
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9.4.1 Preservation of organs
This section discusses how the move out of the ED was seen as necessary 
so that the organs could be better preserved in an area of the hospital which 
had better facilities; thus the organs were kept in the optimum condition 
possible to benefit the potential recipient patients. The families of Geri, 
Valeria, Larry and Mrs Morgan felt that the move to another unit was 
necessary so that the organs could be preserved and be “worth using”.
After Geri’s father, Gordon, agreed for donation to go ahead the family were 
told that Geri would be moved out of the ED to a bed on the intensive care 
unit.
Researcher: They moved Geri to another part of the hospital, because they
wouldn’t have been able to facilitate that in the Emergency 
Department. How did it make you feel that they were moving 
her?
Gordon: My main thought was “hurry up”.
I asked the family how they would feel if Geri had been unable to donate 
organs because she died in the ED which did not have the facilities to support 
DBD and to proceed with donation, unlike the ICU. The response was very 
clear that it would have been a ’’total waste”. Ged (Geri’s brother) was 
appalled that a person could be disadvantaged in such a way, because they 
died in ED.
Ged: That’s sick.
Gordon: I’d have been angry. I would have been very angry, it would
have been an utter and total waste.
“Angry”, “sick” and a “total waste” was how Geri’s family described how they 
would have felt if Geri had not been able to donate organs because a bed in 
the ICU had not been available. Moving Geri out of the ED was part of the 
journey for Geri and her family in donating her organs. It was not an issue for 
them.
Valeria, a young woman in her late thirties, died following a brain 
haemorrhage. Valeria was moved to the intensive care unit whilst the DTC
182
organised the process of organ donation. I asked Valeria's mother, Vicky, how 
she felt about Valeria being moved out of the ED.
Researcher: How did you feel about Valeria being moved, because she
wasn't being moved for her benefit, she was being moved for 
organ donation really?
Vicky: I didn’t, I didn’t view it like that, for me, and it was for her
benefit.
We also talked about the possibility of a bed not being free for Valeria which 
may have meant she could not have donated organs.
Researcher: How would you have felt, and your family, because Valeria
died, or probably would have died in the Emergency 
Department, because sometimes due to lack of resources 
people aren’t able to donate. How would you have felt if you 
hadn’t been able to carry out her wishes?
Vicky: I think I would have felt that she was cheated of her wishes.
It’s not what we wanted. Well it was, because we were 
supportive of what she would have wanted. Oh she would 
have been bloody annoyed, I know she would, she was quite 
outspoken, she would have said, “Why the bleeding hell didn’t 
you do that?” (emphasis o f participant)
Vicky was very clear that she felt Valeria was moved out of the ED for her 
benefit, as it supported her daughter’s final wish to be an organ donor, and 
not to have done this because of lack of resources would have left the family 
feeling Very annoyed’ and ‘cheated’.
Lorna was also very clear that moving Larry, her husband, to ICU made sense 
to her. It was considered good because this would help preserve his organs in 
the best possible way.
Researcher: So, once you’d agreed to carry out Larry’s wishes by donating
his organs, did they move him to Intensive Care?
Lorna: They moved him up to Intensive Care because they v</anted to
keep as many of the organs viable as possible, so actually he 
had superb care, absolutely superb.
Researcher: So, how did you feel about Larry just being moved for organ
donation and not anything else, did that worry you?
Lorna: Well, no, because there was no point in donating organs if
they are not going to be worth using.
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Researcher: Some people question the ethics of moving patients from the
Emergency Department to other areas of the hospital when it 
is not going to benefit that patient, it is purely for organ 
donation?
Lorna: If you've agreed to donate the organs, you presumably have
an interest in making sure they are removed in the best 
possible state, and therefore if the patient presumably has to 
be kept on a life support machine, there is no point in 
cluttering up an emergency bed which could be used for 
somebody else. But then I am a pretty logical down to earth 
sort of person, I don’t have these sorts of hysterical hang ups.
Similarly Mr Morgan’s response was pretty clear. He said it would have been 
a “waste” if a person could not be moved from the ED and if this resulted in 
organs not being donated.
Researcher: How did you feel about your wife being moved to ICU purely
to accommodate the organ donation?
Mr Morgan: Well, I understood the necessity of it. I mean if she’s going to
be a donor, it would have been terrible waste if nothing was 
harvested.
One of the key issues to emerge is that good communication from the DTC 
and/or the ED staff meant that the family fully understood the reasons for the 
move out of the ED to another part of the hospital. The data indicates that the 
move to ICU was seen by relatives as a very natural part of the donation 
process.
9.4.2 Quality of surroundings -  “purgatory to heaven “
The responses from three families indicated that moving from the ED to ICU 
meant for them much better surroundings and a calmer place to be, both for 
themselves and for their dying relative.
The response of Donald’s brother and his sister-in-law, Diana, was very clear.
Researcher: How did you feel about Donald being moved, because it
wasn’t for his benefit, it was to facilitate organ donation?
David: Actually, it felt better in a way because it feels like, it’s like
going from purgatory to heaven in a way, isn’t it. Because you 
know that the ED is a temporary thing, nobody wants to stay 
there for very long. It’s not arranged like a ward is, I mean it 
was curtained off and things, but they are all temporary. It’s
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worse in that sense, it was just an open room with curtains 
keeping each bed apart, really.
Diane: It's worse (referring to staying in ED), that feeling in the back
of your mind, in ED departments they want the bed actually. 
You know, this guy’s not going to recover and they want to get 
moved on because they want the bed. But that’s a 
projection, nobody said that.
Again, both David and Diane preferred the move to the ICU; they felt rushed 
in the ED, and it was just not a place for privacy. Going from “purgatory to 
heaven” is how they described it.
Oscar was transferred out of the ED to the ICU. By this time his parents, Mr 
and Mrs Oates, had already said that they would like Oscar to donate his 
organs, even though Oscar had not yet been diagnosed as brain stem dead.
Researcher: How did you feel about Oscar being moved to the intensive
care unit? Did they move him out because he (Oscar) was 
going to donate organs?
Mrs Oates Yea, neuro intensive care unit, they put him in there, but we
knew that he’d gone, didn’t we? He hadn’t been pronounced 
dead, but don’t get me wrong, when you see him lying there 
head traumas injury that. He was dead as soon as he hit that 
bar.
His parents never really answered my question about moving Oscar out to 
ICU, which suggested to me that this had not given them any cause for 
concern. They wanted to talk about the memories of his friends who had been 
there with him in the ICU and the good care they had received from the 
hospital staff. Moving Oscar was not an issue for them. It is clear from the 
data that Oscar’s move to ICU provided his parents with the comfort of 
knowing that he died with dignity, surrounded by family and friends.
After Jack’s mother and his partner had agreed to consider Jack donating his 
organs it was arranged for Jack to be moved out of the Emergency 
Department to the recovery area of the operating theatre, because there were 
no beds in ICU at the time.
Researcher: How did you feel about Jack being moved, when it wasn’t
going to benefit him, was it, they were moving him purely for 
organ donation purposes, and did you think about that?
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Mrs Johnson; I didn’t even consider it. I was glad he was out of the 
Emergency Department.
Researcher: You were?
Mrs Johnson: Definitely. Well as all Emergency Departments are, they’re
chaotic and it’s not somewhere, where if you had a choice, 
you would want someone to die.
Their response told me that they were pleased to move out of the ED and the 
recovery area was a better place to be, because, it had better facilities in 
which to die.
The data clearly indicates that all three families discussed in this section felt 
that the move from the ED to another part of the hospital was a much better 
place for their relative to spend their final hours than in the ED, due to the 
surroundings, improved facilitates and less chaotic environment which 
provided all the necessary ingredients for a dignified death.
9.4.3 More time to say goodbye
This section discusses the experiences of those families who, by consenting 
to organ donation had more time to say goodbye to their dying relatives and 
provided the opportunity to invite friends and family also to be with them in 
their final moments.
Mrs Evan’s two daughters, Eva and Ettie and her son, Eddie, consented to 
organ donation (DCD) after which Mrs Evans was transferred to the recovery 
area of the operating theatre department where she was cared for until the 
DTC facilitated the donation process and arranged for the operation to take 
place. At a planned time to suit the family and the arrival of the Transplant 
Teams, The Anaesthetic doctor withdrew Mrs Evan’s life sustaining treatment 
by disconnecting the ventilator and removing the breathing tube. 
Unfortunately, Mrs Evans did not die within the designated time frame, which 
deemed her organs to be medically unsuitable for transplant purposes and 
thus the organ donation did not proceed
During the interview, the family told me that secretly they were pleased that 
their mother did not “die in time”, because this meant that they were able to
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spend a lot more time with her, which they would not have been able to do if 
she had died within the two or four hours after she was extubated (had the 
breathing tube removed), or if they had not consented to organ donation. 
Indeed, Mrs Evans died 24 hours after she was extu bated. As she did not die 
within the donation timeframe criteria (as part of the process) she was 
transferred to the Care of the Dying Pathway and was admitted to a medical 
ward (In total contrast to Henry who was moved back to the ED on a trolley, 
discussed in section 9.3.1). I went back to see the family later that evening 
and Mrs Evans was in a room filled with her family members and friends. 
They had all brought in some of Mrs Evans’s favourite foods and they were 
playing her best loved songs. They were saying goodbye in a very meaningful 
and memorable way.
For Zak s family, the move to ICU allowed the family to have more time with 
him. It was clear that Zana, his mother, did not want him to die in the ED. I 
asked Zana how she and her family felt about Zak being moved to another 
part of the hospital when it was not really of benefit to him. Once the doctors 
in the ED had established that organ donation was an option that his family 
wanted, they started to look for an alternative place for Zak to be cared for 
until the organ donation operation could be organised, and found a side room 
in the ICU.
Researcher: You knew before Zak was moved to ICU that he was not"
going to survive. Moving him purely for organ donation how 
did that make you feel?
Zana never answered my question, so a few minutes later in our 
conversation, I asked her again.
Researcher: How did you feel that Zak was in ICU, that he had been
moved from the ED to intensive care for organ donation? To 
benefit other people?
Zana: Well, that’s another thing, I said “if we didn’t donate his organs
what would happen?” They would have switched off the 
bloody machines there and then, in the Emergency 
Department, yea they would have done it there and then. And 
I thought “they can’t do that.” (Emphasis o f Participant in 
italics)
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I asked her whether going to ICU gave them some more time.
Zana I don’t know if I asked them then, but when I found out I
thought “no, I couldn’t have had him switched o ff there and 
then in the crappy place (ED) he was in”. You know in that 
line where all the junk was, in that narrow little place, I 
couldn’t have had that I would have gone crazy. Yea, that 
would not have been the right place to have done that. We 
had that time with him, we had that time. (Emphasis o f 
participant in Italics)
Zana was very pleased that Zak was moved out of the ED. She did not like 
him being there and felt he had no privacy. She vehemently did not want her 
son to die in the “crappy little small space” as she referred to it. The fact she 
consented to organ donation prompted the move, which in turn gave Zana 
more time with her son.
These findings show us that the very fact that the families agreed to organ 
donation inadvertently gave them more time to say goodbye to their dying 
relative in much better surroundings where their relative could die with dignity, 
although at the time there was no evidence to suggest that this was a reason 
why any of the families agreed to organ donation. It was quite clear that if 
organ donation had not been an option then the withdrawal of life sustaining 
treatment would have happened in the ED and the time to say goodbye would 
have been much shorter, and the deaths would have occurred in the chaotic 
setting of ED with little privacy or dignity.
9.4.4 A natural part of the donation process
This section details the responses from some of the families who viewed the 
move out of the ED as part of the donation process and did not appear to be 
fazed or concerned about it in any way.
Ann was moved out of the ED to the recovery area of the operating suite 
because there were no beds on ICU. I asked Ann’s mother, Alice, how she felt 
about the room Ann had been moved to.
Alice: For me, I did not know what that room was. It was, I don’t
know, it was just a room, where Ann was. Strangely enough I
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didn’t look around the room I was just focusing on her, and I 
think, I mean the ideal situations would be that there would be 
a dedicated room in a hospital for situation like the one I found 
myself in, so there isn’t this worry. OK, so the family has said 
“yes” you know and then you’re scrabbling around looking, 
(for a place to facilitate it).
Mrs Frank stayed in the ED until formal consent was obtained. She was then 
moved out to the recovery area of the operating theatres where brain stem 
death tests were carried out. There was nothing during our conversation that 
indicated that her family objected to this. It seemed like a natural part of the 
donation process.
Mrs Patel told me that her husband was moved out of the ED into the 
recovery area and saw this as very much part of the process even though it 
was not purely for his benefit.
Kitty was moved out of the ED to the intensive care unit following the 
discussion with her mother about organ donation. The family knew at this 
stage that Kitty was going to die and they wanted to support her wishes to be 
an organ donor. Ken (Kitty’s father) did not state that he had an issue with 
Kitty being moved to facilitate the donation process. I got the impression they 
had not even given this any thought, they simply saw the move as part of the 
donation process.
Raymond was moved to the ICU so that the DTC could facilitate the organ 
donor process from there. Ruth had no concern about this as she believed 
this would have been a matter of course for organ donation and did not think 
anything of it. Indeed, none of the families discussed in this section had any 
misgivings about their relative being moved; they all just felt that this was part 
of the process.
9.4.5 Lack of understanding of reason for the move to ICU
This section demonstrates how poor communication between the HCPs and 
bereaved families about the reason for a move from ED can have a crippling 
negative effect on the family.
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As discussed in chapter 6, Colin was moved to ICU for brain stem testing and 
expected organ donation, although Cathy (Colin’s girlfriend) and the family 
were not aware of this. It was clear from our conversation that neither Cathy 
nor Colin’s family fully understood the extent of Colin’s injuries when he was 
moved to the ICU (as discussed in chapter 6).
At the time, Colin’s family thought that moving him to ICU meant that there 
was ‘some hope’. The main issue for this family was that they did not 
understand what was going on or why Colin was being moved and this 
impacted significantly on the family’s stress. They had received mixed 
messages. On the one hand, the ED nurse had spoken briefly to Cathy about 
the possibility of organ donation, and the next moment Colin was been 
transferred to the ICU for further tests. Cathy needed much clearer lines of 
communication as to why Colin was being moved and needed to understand 
that the brain stem tests were to confirm what was already suspected by the 
doctors, that Colin was brain stem dead and that there was no hope of him 
surviving his injuries.
9.5 Discussion
This chapter has examined the perspectives of the bereaved families when 
their relative was transferred from the ED to the ICU or the recovery area of 
the operating theatre. Moving the patient out of the ED was solely for organ 
donation purposes and not for the benefit of the potential organ donor. The 
main theme to emerge from the data was centred on the finding that families 
did not really pay any attention to the fact that their relative was moved, they 
saw this as a natural part of the donation process. This liminal state of their 
relative who was dying but not dead proved very important for the bereaved 
family, as the unintended consequences of agreeing to organ donation 
provided the family with more time with their dying relative in which to say 
goodbye in a peaceful and dignified way so in fact the move did prove to be 
beneficial both for the donor and the family. This would not have occurred if 
they had not agreed to consider organ donation, the death of their relative 
would have taken place much more quickly in the busy and chaotic ED.
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My findings suggested that families did not want their relative to die in the ED. 
However, when patients were moved and the families did not receive clear 
and open communication why and when their relative was being moved it led 
to families having false hope and misplaced trust as experienced by Colin's 
fam ily .
It is significant to note that four of the 20 donors were potential DCD donors 
and the remaining 16 were DBD donors. All the DBD donors went on to 
donation whereas two out of the four potential DCDs did not proceed to organ 
donation because they did not die in time (Mrs Evans and Henry). Also for two 
out of four of the DCD families (Shamus and Henry) their experience in ED 
was very problematic.
The families of Shamus and Henry experienced sadness and disappointment 
for a number of reasons. Both patients died in the ED. Shamus died before he 
went to the operating theatre for organ removal. Henry died in the ED after he 
had being moved back there from the operating theatre because he did not 
die within the appropriate time frame for his organs to be medically suitable 
for transplant. Shamus’s wife felt the care her husband was given by all the 
HCPs in the ED prior to his death was very poor, while Henry’s family felt 
“very sad”, not only because donation did not proceed, but as a result of him 
being no longer a potential organ donor, his position became insignificant and 
of less value to the transplant team.
In contrast, when Mrs Evans did not die within the time frame for suitability of 
organs she was transferred onto a ‘Care of the Dying Pathway’, which meant 
she was admitted to a medical ward and nursed in a side room which gave 
time for all her family and friends to come and see her and say their goodbyes 
in a private and comfortable, spacious room. Her family felt that Mrs Evans 
had a good death. This study has highlighted the possible complications that 
can arise for the families of the potential DCD when the patient does not die 
within a certain time frame that results in their organs being non-viable. Based 
on my findings I would argue that the patient must never be transferred back 
to the ED when they do not die in time.
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My findings further suggest that all families discussed needed to know that 
their dying relative remained important, was respected and that their dignity 
was maintained during the dying process, even when their organs were no 
longer medically suitable for transplantation. There is no evidence of any 
previous research that has looked at the complexity of DCD donation and the 
specific needs of the DCD donor families when the potential donor does not 
die in time.
A key finding from the analysis of data discussed in this chapter was the 
disquiet identified amongst the families once they realised that the lack of 
resources in ED could have prevented organ donation from proceeding. I 
would argue the concerns related to two key issues: (1) firstly they would have 
not being able to carry out their relatives' known or assumed wish to donate 
organs; and, (2) secondly and arguably far more significant, it would have 
denied the families the extra time to spend with their dying relative which they 
were given as an unintended consequence when they agreed to consider 
organ donation.
Kehl (2006:281) highlighted that there is a strong suggestion that “the concept 
of a good death was highly individual, changeable over time, based on 
perception and experience”. None of the families in this study perceived that 
dying in the ED would allow for a good death. The transfer of their relative to 
another part of the hospital to facilitate organ donation, in private and calmer 
surroundings, was very much welcomed by 18 families and, for two 
disappointed families, it was a sad and lost opportunity to say goodbye in a 
quiet and dignified way.
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Chapter 10
Discussion of Findings
10.0 Introduction
This study has explored the unique and complex field of organ donation from 
Emergency Departments (EDs) through the experiences of bereaved families 
who agreed to the donation of their dying relatives' organs for transplant 
purposes very soon after they had been admitted to the ED. The vast majority 
of patients identified as potential organ donors are referred from Intensive 
Care Units (ICUs) and not EDs. The identification and referral of potential 
organ donors is a relatively new procedure within EDs in the UK.
This study has highlighted that the experiences of donor families in EDs are 
significantly different from those of families in ICU in relation to time and the 
organ donation trajectory, the relationship between the bereaved family and 
the Health Care Professionals (HCPs), including the Donor Transplant 
Coordinators (DTCs), and the physical spaces associated with the organ 
donation trajectory. This study also examined the motivational drivers in ED 
that contributed to the donor family's end-of-life decision-making process 
when they agreed to organ donation.
The following sections will review my findings, bringing together the themes 
that have emerged during the analysis of the interviews and their sociological 
relevance in terms of existing literature. The first section provides an overview 
of the rationale for the study, the methodology employed and a summary of 
the main key findings.
10.1 Organ shortage crisis
In the UK there is a critical shortage of human cadaveric organs available for 
transplant purposes. Organ donation, which involves the deconstruction of a 
biologically dead body and the reconstruction of another living body, is an 
intricate and extraordinary process. The success of organ transplantation over 
the last five decades has resulted in an increasing demand for organs which
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in turn has caused an increased interest in the human body as a valuable 
resource. Although today we see both living and deceased organ donation, 
this study has focused solely on deceased organ donation. The number of 
organs available for transplant depends on the willingness and agreement of 
the family of the deceased to give their consent for organs to be removed for 
transplant. Murphy (2011:1) indicates that the “limiting step for transplantation 
is the availability of deceased donor organs" and in the UK it is reported that 
three patients die each day whilst awaiting life saving transplants (NHSBT 
2012c). Numerous studies and expert bodies recognise that the biggest 
obstacle to a successful transplant programme is family refusal to organ 
donation (Sim inoffet al, 1995; Gortmakeret al, 1996; Sque et al, 2003; Shafer 
et al, 2004; Barber et al, 2006; Sque et al, 2006a; NICE, 2011). However, 
another less recognised and less reported obstacle is related to the location of 
death (Aubrey et al, 2008).
10.1.1 A possible solution to the organ shortage crisis
The quantitative element of this PhD study (Chapter 2) involved a 
retrospective audit of deaths in EDs in 2004-2005 (Aubrey et al, 2007, 2008). 
The audit of deaths identified a significant missed potential of solid organ 
donors from EDs that was not being realised. During the author’s feedback of 
the audit results to HCPs working in EDs, the key factor cited by the HCPs for 
not approaching suddenly bereaved families in the ED for organ donation was 
their lack of confidence in undertaking the approach. Many HCPs felt that it 
was too soon after bad news had been delivered to the family informing them 
of the inevitability of their relative's death. However, the only people who 
could assess this assumption were organ donor families who had had this 
experience. Therefore, in order to address this “too much, too soon" 
assumption of HCPs, this thesis involved an in-depth qualitative study which 
explored the experiences and perspectives of suddenly bereaved families 
who were approached for organ donation consent in the ED very soon after 
their relative had been admitted to the ED.
In total, 50 ED donor families were invited to participate in the study. From this 
number 20 families agreed, comprising 28 participants (more than one family
194
member was involved during some interviews). The bereaved donor family 
interviews took place between 2008-2011 across four regions within the UK. 
All 20 qualitative interviews were face-to-face; 17 took place in the 
participants' homes and three interviews took place in NHS offices at the 
donor families' request. All interviews were audio-taped. NHS Ethical approval 
was obtained.
The interview focused particularly on the timing of the initial approach to the 
family for organ donation consent, how it was made and by whom and how 
these and any other factors influenced the families' end-of-life decision­
making.
10.1.2 Summary of key findings
My key findings from this research study demonstrate that there are clear 
differences regarding the pathway to organ donation in the ED compared with 
the ICU. This is attributable mainly to the significantly different circumstances 
that the acutely bereaved family experience in the ED in relation to the 
trajectory of time and the family's relationship with HCPs. The limited physical 
space and resources available in the chaotic ED threatened the possibility of 
a 'good death' and compounded the family's ability to make sense of their 
relative's unexpected and shocking death. A close analysis of these emergent 
themes demonstrated how the experiences and needs of a potential ED donor 
family are different from the needs of a donor family in the ICU in relation to 
the roles of the HCPs, and who is best placed to make the initial approach for 
organ donation. In addition, the interviews explored families' motivations for 
agreeing to organ donation in which my findings challenged the notion of 
organ donation as a 'gift'. Further significant findings suggest that the 'value' 
of dying patients changed once they were no longer perceived to be a source 
for organs. A key aim was to explain to what extent the various aspects of the 
organ donation process differed in EDs compared with ICUs for bereaved 
families. The following sections will discuss these findings in more detail and 
link to relevant sociological literature as appropriate.
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10.2 Making sense of death in a contemporary society
“No one knows whether death, which people fear to be the greatest 
evil, may not be the greatest good”.
Plato (BC 427-BC 347), Greek Philosopher.
This study has focused only on the families of patients whose death was 
sudden, unexpected and premature and as such all of the participants in this 
research study experienced the shocking and untimely death of a close family 
member. Trying to make sense of any death is challenging for the bereaved 
family even when the death is expected. I would argue that, for the 
participants in my study, attempting to make sense of the sudden and 
unexpected death in the busy ED coupled with the request for organ donation, 
presented the family with particularly complex challenges. The unexpected 
death of a relative catapults the newly-bereaved family into a “waking 
nightmare" (Alice, donor mother participant). Sque et al (2003) indicated that 
HCPs need to understand the emotions of the next-of-kin if they are going to 
assist families in organ donation decisions, and state:
“Sudden death not only robs the next of kin of a significant 
relationship without warning, but it also robs them of their usual 
coping mechanisms, imposing a sequence of events that left 
participants feeling dispossessed of physical and psychological 
equilibrium".
(Sque et al, 2003:29)
Bailey (2007:1) reminds us that whilst the process of dying itself on a 
physiological level is comparable, how and where individuals die can be 
dramatically different. The nature of a person’s illness often determines where 
they will die, and patients who have a terminal illness, which predicts an 
expected death, may choose to die at home or in a hospice with family and 
friends around them. None of the donors in my study had the opportunity to 
discuss how and where they wanted to die and who should be present at their 
death bed nor did their relatives have the opportunity to undertake with them 
any planning of their death.
Over the centuries the nature of death has changed significantly, dying and 
death is no longer a community event but has become medicalised. Illich’s
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(1975) classic work on the concept of médicalisation stated that 
“médicalisation of society has brought the epoch of natural death to an end” 
(1975:149). Blaxter (2010) reminded us that modern technological medicine 
has been accused of transferring birth and death from the “category of a 
normal part of healthy life to the medicalised realm of the pathological” 
(2010:140). Walter’s work provides us with an insight into the changing views 
of death over the centuries ranging from traditional death in the home to the 
medicalised death in the technical environment of the hospital. Walter (1994) 
posits that “death ceased to be a spiritual passage and became a natural 
process overseen by doctors with the medical doctor taking over the role of 
the religious leader” (1994:12). Significant medical advances have contributed 
to the ‘delaying’ of some deaths. Many individuals who would have died a 
‘traditional’ death in the community at the cessation of the heart beat, are now 
admitted to hospital, resuscitated, and are kept alive with artificial machines 
and medication. Illich (1975) argued that “mechanical death has conquered 
and destroyed all other deaths” (1975:149).
In relation to organ donation, the majority of organs are removed from patients 
who have been diagnosed brain stem dead after sustaining a catastrophic 
head injury or assault. In relation to the changing boundaries of life and death, 
Blaxter (2010) suggests that with the introduction of artificial ventilation, the 
“boundary between life and death is less apparent” and she questions if 
people who are artificially ventilated, without capacity for cognitive thinking, 
can be deemed as “actual persons” (2010:141). All the patients in my study 
became potential organ donors following their admission to the ED as a result 
of modern technological medicine, including artificial ventilation. This was not 
a negative experience for the family; instead it provided them with the 
opportunity to carry out their dying relative’s known or presumed wish to 
donate organs to patients in need of organ transplants.
10.2.1 Death: Taboo or not Taboo?
Death and dying is normally associated with the old and infirm; however the 
majority of deceased organ donors in the study were relatively very young. 
Seven of the participants were parents and this brings with it the added
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complication of making sense of an adult child dying before the parent as it is 
not the ‘natural’ expectation of events, “In all societies, the death of a child 
represents a dreadful reversal of the cycle of human life” (Comaroff and 
Maguire, 1981:116).
Advocates for organ donation encourage the public to talk about their wishes 
regarding organ donation, which in turn encourages people to discuss their 
own mortality and that of their relatives. My study highlighted that for some 
families discussing death was ‘taboo’ and not something to be discussed with 
young relatives, while for others death and what happens after death 
appeared to be discussed openly. When I asked Zak's mother, Zana, if she 
and Zak had discussed organ donation she appeared astounded that I 
should suggest that a mother and her son would discuss death and organ 
donation; Zana told me that she would never have discussed death or organ 
donation with her son "he was just too young”. In contrast, Oscar and his 
family had talked about his death and what “they” could do with him when he 
died; his mother told me that Oscar would often say “well, when you’re gone, 
you’re gone”.
The suggestion of death being a taboo subject in contemporary western 
society has been the subject of debate with a number of sociologists 
(Kellehear, 1984; Walter, 1991: Zimmerman and Rodin, 2004; Blaxter, 2010). 
Faunce and Fulton (1958) attributed the lack of sociological interest in death 
to the reluctance of society to face the realisation that death is inevitable. 
Aries’ (1974) classic work on the history of death identified and compared the 
attitudes about acceptance and non-acceptance of death across the centuries 
up to the 19^  ^ century. Zimmerman and Rodin (2004) in their sociological 
critique of the ‘death denial thesis’ highlight that it has become almost 
customary to suggest that the “contemporary western world is a ‘death- 
denying’ society, a concept that has become increasingly interesting to 
Sociologists” (2004:12). Kellehear ( 2004) argues that western societies are 
not 'death-denying', and “to say that our contemporary societies are 'death- 
denying' has no theoretical or practical explanatory value” (2004:713).
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Walter’s (1994) work places a sociological lens on the revival of interest in 
death and dying which focuses on hospice care and bereavement 
counselling. Walter (1994) argues that the ever-increasing interest in death 
and dying indicates that rather than a death denying society we have become 
a society obsessed with death, and that death is “no longer a taboo but a 
radical chic” (1994:2). However, he goes on to say that dying people still feel 
alone and the bereaved individuals feel awkward with friends.
Whilst sociological literature suggests that death is no longer the taboo 
subject it once was, the concept of the HCP approaching the bereaved family 
for organ donation in the ED was ‘taboo’ and deemed inappropriate as being 
‘too soon’. However this ‘taboo’ held by HCPs in the ED has been dispelled 
by the findings of this study in that families wanted the option to discuss organ 
donation for their dying relatives. Organ donation provided a positive outcome 
from the tragic and premature death.
10.2.2 A good death
A key theme to emerge in this study was the importance the bereaved 
relatives placed on being able to provide a ‘good death’ for their dying relative. 
Seymour (2001) suggested that dying in hospital posed a challenge to a good 
death. Therefore, dying in the chaotic ED with limited space and no privacy 
further challenged the possibility of a ‘good death’ for the individuals in my 
study.
As discussed in Chapter 9, an unintended consequence for the families of 
consenting to organ donation provided the family with ‘extra time’ to spend 
with their dying relative and allowed them to say goodbye in a calmer 
environment. None of the families in this study perceived that dying in the ED 
would allow for a ‘good death’ and the move out of ED to facilitate the organ 
donation process was welcomed. My data indicates that the families felt that 
the move from the ED to another part of the hospital provided a much better 
place for their relative to spend their final hours than in the ED. This was due 
to the better surroundings, improved facilities and less chaotic environment, 
which provided the necessary ingredients for a more dignified death. Indeed
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the family of Shamus, who was left in the ED, did not feel that he was cared 
for in a dignified manner by the ED staff. Their impression was that the HCP 
had disembodied Shamus before he was actually dead. They were "too busy” 
to give priority to a patient who was seen primarily as a ‘body’ about to donate 
his organs.
The idea of a ‘good death’ has changed over time and there has been much 
debate on what constitutes a good death (Walter, 1994: Seymour, 2001: Kehl, 
2006). In relation to what constitutes a good death, Walter (1994) believes 
that we as a society no longer seek knowledge or meaning from external 
sources, such as religion or medical science, but rather the individual has to 
discover their own meaning of the ‘good death’ of a loved one. Walter posits 
that the resurgence of interest in death is no longer shaped by religion or 
structured medical programmes but by the dying, dead and bereaved, Walter 
further suggest that “in a culture of individualism that values a unique life, 
uniquely lived, the good death is now the death that we choose” (1994:2). 
Kehl (2006) suggests that there is similar agreement amongst physicians, 
nurses and in sociology on the attributes of a ‘good death’ which are:
“being in control, being comfortable, sense of closure, value of the 
dying person recognised, beliefs and values honoured, recognition of 
impending death, burden minimised, relationships optimised, 
appropriateness of death, and leaving a legacy and family care”.
(2006:281)
How then can the relatives of someone who dies unexpectedly and 
prematurely prepare for a ‘good death’ and make any sense of such a 
shocking event? Based on ethnographic research observing the dying in 
intensive care, Seymour (2001) argued that the evidence of research 
literature concerning the new contemporary attitude towards death brought 
with it a theme that dying in hospital was a threat to a ’good death’. She 
characterised hospitalised death by;
“a loss of individual choice, fear, isolation from the family, friends and 
professional carers, lack of knowledge about the dying state and by 
a prolongation of the dying career” .
(Seymour, 2001:19)
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Payne et al (1996) examined the perceptions of a good death by interviewing 
18 terminally ill patients and 20 HCPs and there were significant differences 
between the two groups. Patients regarded dying in one's sleep, dying quietly 
with dignity and without pain and dying suddenly as making the ingredients of 
a ‘good death’. In contrast HCPs defined a good death in terms of control of 
symptoms, family presence and a peaceful and stress-free atmosphere. 
(1996:307). The views of the patients and hospice staff on what constitutes a 
good death were different.
My findings resonate with Kehl (2006) who suggests that “the concept of a 
good death was highly individual, changeable over time, and based on 
perception and experience” (2006:281) in that the circumstances and 
experience leading up to the death of their relative was unique for each family 
which in turn shaped their perception as to what constitutes a good death.
Seymour’s (2001) study focused on the dying as opposed to the relatives of 
the dying and dead in contrast to mine which focused on the experiences of 
the bereaved relatives left behind. In my study it was the sudden death of their 
relative which left the newly bereaved feeling isolated with the uncertainty of 
what was happening to their dying relative. The bereaved relative had to try to 
make some sense and derive some meaning from their relative’s sudden and 
untimely death, the chaotic surroundings of the ED and the initiation of the 
organ donation conversation.
10.3 The trajectory to organ donation request
This study highlighted that the events that took place prior to the family 
arriving at the hospital were individual to each donor family. They all had their 
own distinctive stories to tell, yet a common thread that emerged for all the 
bereaved families was that they had no control over what was happening to 
them or their relative, and all were in a deep state of disbelief and 
bewilderment when they arrived in the ED. Ordog and Wasserberger 
(1986:799) remind us that families will feel “helpless, uninformed and 
uninvolved especially when they are faced with the news about a critically 
injured relative”. In parallel with a number of studies discussed in Chapter 3,
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they further suggest that unexpected death makes heavy demands on a 
doctor’s emotions and expertise and that coping with sudden death requires 
sensitivity and excellent communication (1986:797).
My study highlighted that when bad news is delivered in a poor and 
insensitive way it will have a negative effect on the bereaved family. Poor 
communication between the family and HCPs proved problematic and caused 
further unnecessary distress for two families in this study (Shamus and Zak), 
who cited it as having a negative effect on their grieving process. My findings 
indicated that when the bad news was delivered in a way that the family found 
was caring and gentle, this was remembered with affection as the families felt 
cared for and found comfort knowing that their relative was being well looked 
after. McCulloch (2004) found that families remembered how the news was 
delivered to them and whether this was done badly orwell. Isaacs et al (2011) 
also found that the care families receive in the ED in terms of what is said and 
the actions of ED staff will have a significant impact on the grieving process. 
Reid (2011:12) posits that the initial communication of the death or impending 
death of a relative is the first step in the bereavement process.
The ED is a busy and hectic place with little space for privacy for the families 
or for their dying relative. The one space that the family was afforded in the 
ED was the family waiting room where families were asked to wait until the 
doctors who were caring for their relative could speak to them. This ritual of 
placing relatives in the family waiting room provides the HCP who will break 
the bad news with more time to prepare. It was during this time that the 
families experienced the anguish of uncertainty of what was happening to 
their relative, and they were left with intense anticipatory grief during this 
period of the unknown. Wright (1996) suggested that when a doctor breaks 
bad news to a family they should be escorted by a nurse who is familiar with 
the family and this was the practice experienced by the majority of families in 
this study. In support of Faulkner (1998), I would suggest that bad news 
should be delivered to the family by the HCP who has the best rapport or has 
the skills to build a rapport in the short space of time they have spent with the 
family in the ED. Ordog and Wasserberger (1986) advise that when breaking
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bad news families should be escorted to a private room as this will take them 
away from the busy ED. For the families in my study, the quiet family room 
indicated bad news, “you know that dreaded thing of being taken into the 
relatives' room” (Diana, donor family member).
Until recently it has been rare for families in EDs to be approached for 
possible organ donation. During the interviews, I explored with the families, 
how they would have felt if their relative had not been able to donate organs 
because they had died in the ED and not in the ICU where it is more usual for 
the organ donation process to take place. Without exception, all the families in 
this study would have felt concerned and aggrieved on a number of levels if 
donation had not taken place because their relative had died or was dying in 
the ED. Families in this study deserved the opportunity to be able to say yes 
or no to possible organ donation. Dying in the wrong place, such as the ED, 
should not influence whether or not a family will be approached for organ 
donation.
10.3.1 In itia tion  o f  the dono r conversation  - a critica l time
Previous research in the ICU has demonstrated that the timing of the 
approach for organ donation is important and that families need to be asked 
for donation by a trained HCP with knowledge of the donation process, and 
only after they understand that their loved one is dead or has no hope of 
survival (Sim inoffet al, 2001). Kesselring et al (2006) also suggested that the 
family want to see the patient before the organ donation question is raised. 
My findings support these ICU research studies in that the initial discussion 
about organ donation should not be dictated by the availability of the HCP, but 
by the readiness of the family to consider potential organ donation (Prottas, 
1994; Franz et al, 1997; De Jong et al, 1998; Siminoff et al, 2001; Jacoby et 
al, 2005; Rodrigue et al, 2006).
Chapter 3 highlighted research which indicated that breaking bad news 
insensitively and inappropriately can have a negative effect on the bereaved 
family long term (Woolley et al, 1989; Finlay and Dallimore 1991; Fallowfield, 
1993). In a similar vein, my study found that a consequence of the
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inappropriate timing of approach to request organ donation was that the 
bereaved donor family was left with negative feelings long after the donation 
process. Analysis of the data indicated that inappropriate timing can be too 
soon or too late. In the case of Zak’s parents and Colin’s girlfriend, it was too 
soon, whereas for Shamus’s wife it was too late when she had to wait for 
three hours for the DTC to arrive to broach the subject of organ donation. Mrs 
Patel thought the discussion about organ donation should have been made 
earlier by the ED doctor, rather than having to wait for the DTC to arrive to 
discuss the possibility of organ donation.
My findings indicate that a timeframe of when to approach bereaved families 
for organ donation in the ED is delicate and exclusive to each individual 
family, and it requires the HCP to have developed a rapport with the family 
and have an awareness of what the family understands about their relative’s 
illness. Above all, it is critical that families are cared for and approached as 
newly bereaved families before they are perceived as potential donor families. 
Sque et al (2006a) also highlighted in her study that potential donor families 
are first and foremost bereaved families.
10.3.2 Decoupling bad news and the organ donation request
Findings in this study indicated that the donor families appreciated and 
understood that the donation conversation in the ED had to be undertaken 
quickly, but they did not understand in some cases why it occurred in the 
same sentence as informing them that their relative was going to die. Some 
families were very distressed by being asked about donation even before they 
had realised their relative was going to die. Shafer et al (1999) (discussed in 
Chapter 3) emphasised that the request for organ donation and breaking the 
bad news must be separate processes, referred to as ‘decoupling’. The 
principle of decoupling is that the family must not be asked about organ 
donation until after they have been able to accept the inevitability of their 
relative’s death. Despite the differences in the trajectory of time in the ED 
compared with the ICU, decoupling remains a key principle,and would have 
benefited some of the families in this study (families of Zak, Colin, Donald and 
Shamus).
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This study found that when decoupling did not occur this proved difficult for 
some families as they were not ready for the organ donation discussion. In 
these cases, there was evidence that the HCP did not engage with the family 
or try to ascertain their level of understanding about their relative's illness.
10.3.3 Disembodiment and personhood
The literature reviewed in the first part of Chapter 3 demonstrated that the 
death of the embodied individual is a process which occurs in different phases 
and is dependent upon when the families stops thinking of their dead relative 
as the 'person' who was, but rather as a ‘corpse’ (Agich, 1976; Haddow, 2005; 
Crowley-Matoka and Lock, 2006). This resonates with my findings in relation 
to the initiation of the donor conversation to the ‘newly’ bereaved family.
Chapters 5 and 6 reported that Oscar’s parents were asked about organ 
donation in a similar way to Zak’s parents. The timing of the initial approach 
was almost identical, in that the initial donor question was raised in the same 
sentence as the information that their sons would not survive. Oscar’s parents 
had no concern regarding this approach (Chapter 5). Significantly, Oscar’s 
father had been given the opportunity to see Oscar in the ED before the organ 
donation conversation was broached and as a result the parents knew “that 
things were bad”. They told me that it was as if they knew subconsciously that 
their son was not going to survive. They believed that he had died “as soon 
as he hit that bar”, and sensed what the doctor was going to say to them; they 
were ready for the donor conversation and also found it comforting that the 
doctor who made the approach was very gentle and kind. Oscar’s parents no 
longer perceived Oscar as the ‘person’ he once was, he was dead, and Oscar 
became ‘disembodied’ almost as soon as his father had seen him in the ED.
In contrast, Zana, Zak’s mother (Chapter 6) was not given the opportunity to 
see her dying son before she was approached for organ donation; she had no 
idea how critically ill Zak was because no one had told her. She was totally 
flummoxed by the organ donation request and had never once thought that 
her son was going to die. So the donation conversation was broached far too 
soon for this family because his mother still saw Zak as her ‘6ft baby’, the
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person he had always been. Haddow’s (2005) research (discussed in Chapter 
3) with bereaved donor families who had been approached for organ 
donation in the intensive care unit involved undertaking semi-structured 
interviews with 19 members of 15 donor families. Her work focused on the 
bereaved families’ views on death, the dead body and disembodiment. She 
identified that for some organ donor families, the donation of organs was 
similar to stripping down an old car and using its spare parts, although some 
of Haddow’s participants held a ‘holistic’ view of the dead body. Haddow 
suggested that “cadaveric organ transplantation depends on the views of the 
dead body as a Cartesian material entity separate from a self no longer 
associated with the corpse” (2005:108). She uses this concept to compare 
those families from a non-medical background who held a more ‘holistic’ view 
with those participant families who had a medical background and were more 
likely to see the corpse as a ‘spare parts’ object.
Although my study is similar to that of Haddow who interviewed families 
approached for organ donation in the ICU, her findings regarding her 
Cartesian view of families from medical backgrounds differ from my findings. 
In Haddow's discussion of disembodiment she reported that the sight of the 
body and the understanding of brain death by the bereaved family had no 
bearing on the views of the relatives when death of the person had occurred. 
In contrast, she also reported that the perception of the body was dependent 
upon when the families stopped seeing their dying/dead relative as the person 
that had been. My findings demonstrated that in order for the families to make 
some sense of the impending death and the organ donation request, it was 
important that the relatives saw the body as this helped them to understand 
that their relative was dying or dead and was no longer the person they had 
once been, and as such had become disembodied. .
These findings demonstrated that initiating the donor conversation in the ED 
before the families had seen their dying relative was problematic for them. 
For the families of Zak and Colin, this resulted in an untimely approach for 
organ donation as neither family was ready to have the conversation because 
they did not understand how ill their dying relative was. For both families, Zak
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and Colin were still very much the embodied people they had seen living and 
breathing only a short time before they found themselves in the ED waiting 
room being approached for organ donation.
My findings indicated that the request for organ donation for many families 
seemed like a natural request to the bereaved family in the ED, a natural 
progression from the hopeless situation that they were in, given that they had 
already received the “worst news” they could possibly receive.
However my findings indicate also that the timing of the approach was a major 
contributing factor that determined how well the family coped after the organ 
donation request and that there was more likely to be negative experiences if 
the approach was not timely and did not address the readiness of the family.
The following section discusses my findings in relation to who introduced the 
initial donor conversation, and the relationship between the health care 
professional and the grieving family.
10.4 Relationship with Health Care Professionals and who made the 
donation request
There has been much research and debate about who is best placed to make 
the initial request for organ donation to the family in the ICU (discussed in 
Chapter 3). However, none of these studies has explored the significant 
situational differences that are evident in the ED compared with the ICU in 
terms of the relationship between the family and the HCP and the temporal 
differences associated with the trajectory of death.
When a patient is identified in the ICU as a potential organ donor, there is 
usually sufficient time for the ICU Team to make a referral to the DTC. Thus, 
the DTC will attend the ICU unit in a time frame that allows them to support 
the ICU staff and the potential donor family whilst their relative is in a stable 
condition and being cared for in the ICU. This allows the DTC to build a 
relationship with the family before raising the issue of possible organ donation 
(Long Contact model, discussed in Chapter 3), and facilitates the donation 
process in collaboration with the ICU health care team who most likely will
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have already established a relationship with the family in the ICU. Previous 
studies (discussed in Chapter 3) suggested that there are positive benefits 
when the DTC spends time with the family before the conversation about 
possible organ donation is initiated (Siminoff et al, 1995; Kozlowski, 1998; 
Ehrle et al, 1999; Rodrigue et al, 2003; Shafer et al, 2004). However, the 
trajectory of organ donation in the ED does not allow for the same process to 
take place since patient admissions into the ED are unpredictable and an 
emergency situation can present itself without warning day or night. Thus, ED 
doctors cannot pre-arrange for the DTC to attend the ED unit in a similar time 
frame as that organised by the ICU doctor. This significant situational 
difference has a bearing on which HCP is most suitably placed to initiate the 
donor conversation with the bereaved family in a timely manner within the ED.
NHSBT (2012h) has recently published best practice guidelines on timely 
identification and referral of potential organ donors which encourages ‘long 
contact' (discussed in Chapter 3) and early referral of patients to the DTC. 
However, although the guidance suggests that this is less likely to work for 
potential donor families in the ED, it does not suggest alternative guidance 
about approaching families for organ donation in the ED.
In this study, three out of the 20 families were initially approached by the DTC 
about organ donation, all without prior warning. In all three cases the initial 
approach made by the DTC proved problematic. Two of the three families 
who were initially approached by the DTC expressed concern about not being 
pre-warned by the ED doctors that the DTC was coming to see them (the 
families of Shamus and Larry). The third family, Mrs Patel, whose initial 
approach was made by the DTC, expressed concern that the ED doctor had 
not mentioned organ donation prior to the DTC arriving. She could not 
understand why the ED doctor, with whom she had been speaking at length 
and who had cared for her husband, did not ask her about organ donation. 
Mrs Patel assumed the doctor could not “be bothered as it might upset her too 
much”.
My findings show that when families did not receive clear and open 
communication this led to false hope and misplaced trust as they did not
208
understand the role of the DTC before he or she was introduced to them. For 
example, in the case of Colin, the DTC appeared without any prior discussion 
with Colin's family, which proved very problematic for them. A possible 
criticism of the ‘long contact' model is the honesty factor in that the DTC is not 
always introduced as the DTC but rather as a ‘specialist nurse' who looks 
after bereaved families, and then some time later the specialist nurse is 
broaching the subject of organ donation with the family.
Marrow (1995:415) advises that when the HCP is breaking bad news to a 
family “an open and honest approach will maintain trust, even if at first it 
seems unkind”. He suggested that families may ask about organ donation at 
this time and that the HCP should be prepared with initial answers and be 
ready to make further enquiries about organ donation. My findings resonate 
with this, in that the families wanted honesty and a clear explanation of what 
was happening to their relative. Despite some inappropriate approaches by 
the HCPs in the ED they still agreed to donation, which may suggest that it 
does not matter for some families about how, when or who asks the donor 
question, they would always have said yes. However, a key finding from my 
study highlighted that a family agreeing to organ donation is not always a 
measure of success if the approach for organ donation is made in a way that 
negatively affects the grieving process of the family and loses possible future 
potential donors, as occurred with the family members of Zak and Shamus.
Data from this study regarding the initial approach to the family for organ 
donation in the ED strongly suggests that the ED doctor is ideally placed to 
raise the initial discussion about organ donation. Despite extensive reviews of 
previous research studies, I could only locate one study that resonated with 
my findings in relation to initiating the donor conversation in the ED. 
Henderson et al (1998) (discussed in Chapter 3) also found that “Emergency 
Physicians are in a unique position as first caregivers to interact with both 
potential donors and their families” (1998:466). My findings demonstrate that 
ED doctors are in a unique position because they have had prior contact with 
the family and have begun to build a relationship with the bereaved family. 
Even if experts might argue that in some cases the approach was far from
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satisfactory, it was evident that the time the ED doctors spent with the family 
was critical, as during this time relationships were built up. This was also seen 
when the policeman was the person to initiate the organ donor conversation; 
the family felt positive about this as they saw the policeman as someone who 
had cared for and been with them when their relative was brought to the ED.
When the DTC is called to the ICU to initiate the organ donation conversation 
time is on their side, allowing the DTC to build a relationship with the family. 
However, this study demonstrated that the DTC was not available within an 
acceptable time frame to meet the needs of the family when the initial donor 
conversation had to take place in the ED. The DTC was not the most 
appropriate HCP to initiate the donor conversation with the bereaved family in 
the ED because he or she had not been able to develop a rapport with the 
bereaved family prior to the initial donor conversation, which previous 
research has found is crucial for the person initiating the donor conversation. 
The insistence of current regulations (NICE 2011 : BMA, 2012) that the family 
wait for the DTC to arrive in the ED before the initiation of the donation 
conversation proved problematic for families. However, it is important to note 
that, when this happened, the problems were with the process and not the 
individual DTC.
The next section will discuss the relationship between the DTC and the 
families, and the role the DTC played in the care of the bereaved families in 
the ED after the initial consent of the families for organ donation.
10.5 The Donor Transplant Coordinator role In the ‘two tier’ process
The previous section discussed that the DTC is not the best person to make 
the initial approach for organ donation to bereaved families in the ED setting. 
The recommendations from my research are that the initial approach should 
be made by the ED Doctor who has cared for the potential donor and the 
family. However, my analysis shows that the DTC plays a crucial later role in 
stage two of the consent process in the ED, (which I have categorised as a 
‘two tier’ approach), in supporting the family through the organisational 
aspects of donation and the formal consent process.
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There was evidence that the ‘two tier’ approach, which occurred for 17 
families in this study, met the needs of the bereaved family in allowing the 
families some time to prepare themselves for the DTC’s arrival. Whereas, as 
previously discussed, it had been problematic when the D IG  was brought in 
to speak to the family ‘cold’. When families had already indicated that they 
would like to consider potential organ donation and knew that the D IG  was 
coming to discuss organ donation with them in more detail, this proved 
satisfactory for the families and not one family objected to this process. I am 
fully aware from researching the literature that my findings are contrary to 
those in numerous IGU studies which strongly advocate that the D IG  should 
make the initial approach in collaboration with the IGU doctor, and that in 
recent years research has advocated that only a trained person with a 
knowledge of the organ donation process should make the initial approach 
(Verble and Worth, 2000; Siminoff et al, 2001 ; Shafer et al, 2004).
Another significant finding of my research is that the support a family requires 
in the ED is different from that of the family in the IGU. In the IGU there are a 
number of multi-disciplinary health care team members who are likely to be 
involved in the care of dying patients, e.g. doctor, nurse, pharmacist, dietician, 
physiotherapist, end-of-life care bereavement nurse and speciality doctors 
other than the IGU doctors. In contrast, the dying patient in the ED will usually 
have been cared for mainly by one doctor and a nurse, both of whom will 
need to move on to the next emergency situation, once they know that the 
patient they are currently caring for has no hope of survival.
None of the families in this study mentioned any end-of-life care they received 
from a bereavement specialist. As an unintentional by-product of agreeing to 
donation, the bereaved families in this study were afforded specialist care by 
the DTG that they would not have received if they had not been donating 
organs. The care that the DTG gives to the family in the ED would be similar 
to that given in the IGU. However, this research shows that the needs of the 
bereaved family in the ED are different, and the DTG will most likely not have 
the support of resources in the ED that they would have in the IGU.
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The DTC has the expert knowledge that is used to inform the families of what 
is going to happen in relation to the organ donation trajectory (Appendix 2). 
My findings indicated that the knowledge and confidence the DTCs brought 
with them made the families feel safe and calm. When referring to the DTC, 
one family member said “She made an unbearable situation safe” (Alice, 
donor family member).
The DTC acts as a support to the family as communicator, information giver 
and repairer of damage. My findings show that the DTC was the repairer of 
damage caused by HCPs or processes in ED that the family had experienced 
before the DTG met the family. For example in the situation of Colin's family, 
the ED nurse approached the family for donation although the family had not 
even spoken to the doctor. Research has shown the importance of the skill 
set required when breaking bad news (Ordog and Wasserberger, 1986; 
Meitar et al, 2009; Brown et al, 2009). However, not all families in this study 
had a good experience and the support provided by the DTG to families 
throughout the whole donation process proved pivotal to how the families 
coped in such critical and uncertain situations, both at the time of their 
relatives’ death and post-donation.
My findings indicate that the ‘two tier’ model of approaching the donor family 
for organ donation in the ED, with the initial request being made by the ED 
doctor, met the needs of the family more appropriately than when the DTG 
was called in to make the initial approach. The ED doctor is the first tier of the 
approach and the DTG the second tier.
10.6 Comodification of the body and the notion of value
Chapter 3 discussed how advanced medical transplant technology and 
successful development of immunosuppressants for transplant patients has 
led to the huge success of organ transplantation over the last five decades. 
This success has problematised the human body in that the demand for 
cadaveric organs far outweighs the supply. Wald by and Mitchell (2006) 
highlighted “the increased ability to transplant organs also exacerbated the 
problematic relationship between the supply of tissues and always greater
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demand” (2006:64). The supply and demand for organs and tissue creates 
commodification of the organs and tissues which Waldby (2002) refers to as 
‘Biovalue’. Waldby (2002) suggest that “’Biovalue’ refers to the yield of vitality 
produced by the biotechnical reformulation of living processes” (2002:310). 
Nettleton (2006) suggests that there are two reasons to create biovalue: one 
is grounded in the faith that it will help in the understanding of 
biotechnologies and thus help to treat disease, and the second is the “pursuit 
of exchange value of biomedical commodities - be they patents or pills - that 
are the yield of the interventions.” (2006:121). Sharp (2008), in her paper on 
the commodification o f the body and its parts discusses that when referring to 
commodification we must first reflect upon the significance of the body and 
define what is a body part, suggesting that “the history of organ donation 
procurement and transplantation has long been dominated by open 
discussions of body commodification” (Sharp, 2008:303).
When the patients in my study were identified as potential organ donors the 
value placed upon them changed, not only in the eyes of the HCP but by the 
families themselves. From the HCPs’ perspective, the patient became the 
‘potential organ donor’, and many families thought it would be a “waste if the 
organs were not donated” since they would be of value to other patients.
Once the family in the ED had given informal consent for organ donation, for 
18 families processes were put in place to move the patient out of the ED to 
another part of the hospital, mainly because the ED did not have the bed 
space or facilities to accommodate potential organ donors or the bereaved 
families. The patient was now referred by the HCP as a potential organ donor, 
a resource of organs and as such the onus was on ‘maintaining’ the body in 
order to preserve the organs in the best condition in the interests of the 
recipient of the organ. Moving a patient when it is not in their best interests 
has raised some ethical concerns amongst HCPs (discussed in Chapter 9). 
Crowley-Matoka and Lock (2006:173) (discussed in Chapter 3) equated organ 
transplantation to “switching out of objectified bodily material with no 
implications for identity, for self of either organ recipient or donor” (2011:11).
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My findings clearly indicate that families viewed moving their relative out of 
the ED to the ICU or to outside of the operating theatres as a natural part of 
the donation process, necessary to facilitate the donation by preserving 
organs which in turn would allow for their wishes to donate organs be carried 
out. None of the families alluded to the fact that their relative was treated in a 
disembodied way like a ‘bag of spare parts' or without dignity (apart from 
Shamus who remained in the ED until the organ removal took place). Indeed 
this liminal state of their relative who was dying but not dead proved very 
important for the bereaved family, as the move out of the chaotic ED to a 
quieter area allowed the relatives to have space, privacy and more time to say 
goodbye to their dying relative in a dignified way. This would not have 
occurred if the relative had died in the ED and not donated organs. An 
additional unintended positive consequence of the physical movement of the 
donor to ICU or the recovery area in theatres was that families considered 
that it provided better facilities and thus a ‘good death’.
10.6.1 When the body loses value
Eighteen out of the 20 patients whose family consented to organ donation 
went on to donate organs. However, two patients did not. Henry and Mrs 
Evans did not die within the required time frame in which their organs would 
have been medically suitable for transplant (discussed in Chapter 9) and thus 
organ donation did not take place. The ‘value’ of these two dying patients 
changed once they were no longer perceived to be a source for organs, as 
illustrated by two very contrasting experiences.
When Henry did not die within the required time frame he was moved by the 
HCPs back from the anaesthetic room within the operating theatres to the 
busy ED and left on a trolley in a cubicle with his brother,Harry and sister-in- 
law Hazel. They were told that there were no beds anywhere else in the 
hospital, and the transplant team, including the DTC had left the hospital. 
Henry’s family were very sad not only because donation did not proceed, but 
as a result of Henry being no longer a potential organ donor, they felt that he 
became insignificant and of less value as a person. They described how they
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had seen Henry as a ‘leading actor’ in the whole situation but once his body 
was no longer seen as a valuable resource, Henry lost his main role,
Harry “Henry was so valuable within that time and then when he
was moved to this other room (in ED), and it was almost as 
though, the onus wasn’t on him anymore, because he has 
very little value...”
This is a significant finding from my study and resonates with the sociological 
literature on the value and commodification of the body and body parts 
(Joralemon, 1995; Waldby, 200; Scheper-Hughes, 2002; Lock, 2002; 
Haddow, 2005; Sharp, 2008) Henry’s organs were only of ‘value’ if they were 
medically suitable for transplant and once it was deemed the organs were not 
suitable they became of less ‘value’.
When Henry was in the final stages of dying and unconscious, his family 
wanted to stay with him, and it was critically important to them that Henry had 
a dignified death. Despite their sadness and disappointment, Henry’s family 
still believed that Henry had a ‘good death’ although this was not facilitated by 
the HCP who had only been interested in him as an organ donor. Their 
sadness was that as a family they were left to provide this alone with Henry in 
an ED cubicle with no support from the transplant team or DTC.
In contrast, when Mrs Evans did not die within the time frame for suitability of 
organs she was transferred onto a ‘Care of the Dying Pathway’, which meant 
she was admitted to a medical ward and nursed in a side room. When I 
interviewed her daughters, Eva and Ettie, they did not regret their donation 
decision nor did they worry that their mother had not died in time for her 
organs to be suitable for donation. Instead, they rejoiced because she did not 
die until 24 hours after the ventilator was switched off, which gave ample time 
for all her family and friends to come and see her and say their goodbyes in a 
private and comfortable, spacious room. They brought traditional food and 
played her favourite music and, although she was unconscious, they 
celebrated her life whilst she was still alive. In her family’s eyes, Mrs Evans 
had a good death.
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Analysis of such contrasting experiences for the families of Henry and Mrs 
Evans illustrates the importance of the care that bereaved families need when 
the patient does not die within the required time for DCD organ donation to 
take place. It is critical that patients should not be moved back to the busy and 
chaotic area of the ED, but transferred to a Care of the Dying Pathway and 
moved to a peaceful setting where the families can say goodbye and be left 
with the knowledge that their relative had a good death. Failure to provide 
good care for the dying and the relatives, especially following a failed organ 
donation affects the grieving process negatively, as it did for Henry’s brother 
and sister-in-law. A significant key finding is that the families continue to see 
their relatives as valuable whether or not they are donating organs.
10.6.2 Whose gift is it?
Organ donation is championed by the NHS and many other advocates of 
organ donation as a good thing to do. The perpetual mantra of NHSBT is 
“Organ Donation Saves Lives and Improves Lives” (NHSBT 2012a), and an 
internal NHSBT newsletter is called GIFT. My professional role as a Donor 
Transplant Coordinator has involved writing to donor families post organ 
donation, when we would often write saying ‘thank you for your generous gift’. 
Many Organ Donation Agencies use ‘Gift’ in their title, such as ‘LifeGift Organ 
Procurement Agency’ (www.lifegift.org), as discussed in Chapter 3.
My findings resonate with Newton (2011:10) who argued that “the willingness 
to become an organ donor was most often expressed in terms of an altruistic 
non-religiously motivated desire to help”. Newton also discerned that the most 
commonly identified motivator in becoming an organ donor was the desire to 
help others in need, again placing emphasis on the importance of altruistic 
motivations in the decision to become a donor. In a similar vein, participants in 
my study wanted to help other people as organ donation was considered a 
good thing. In contrast to the discourse of altruism, the main reason given for 
donation expressed by 18 out of the 20 families in my study was the desire to 
conform to the known or presumed wish of their dying or dead relative. My 
findings indicated that organ donation satisfied the families’ sense of duty by 
carrying out their relatives’ known wishes or by acting as their advocate in
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carrying out the relatives’ assumed wish. Many families gained reassurance 
and a positive feeling from being able to carry out these wishes. They felt it 
would have been a waste for their relative not to agree to donate organs and 
they wanted some “goodness to come out of their tragedy”. This was 
particularly important given that seven of the donors had experienced 
traumatic deaths, and all were untimely, unexpected and premature.
Seelig and Dobelle (2001:3), writing from a sociobiological approach to 
altruism, suggested that when altruism is advocated, the general notion is that 
something good is being advocated. They ask “for who is the good intended?” 
In terms of organ donation, for the families in this study four distinct groups 
could be seen as benefiting from the donation: (1) the organ donor family 
gained comfort from knowing that their ‘gift’ had benefited another person; (2) 
the recipient of the organ who benefits directly; (3) the family of the organ 
recipient benefited as they would have their relative back in good health; and 
(4) the donor themselves benefited because their wishes to donate were 
respected. All four of these groups benefited, and this was evident in the 
analysis of the reasons that families cited for agreeing to organ donation. A 
key group, the donors themselves, benefited as their known wish was carried 
out by their relatives supporting and agreeing to organ donation at the time of 
their death. The donor family benefited as their desire to donate was 
successful and gave them comfort knowing that other people were helped 
through transplantation of their relative’s organs. The recipient of the organ 
whose life was saved or improved also greatly benefited, as did the families of 
the organ receivers.
A concern with the gifting element is that it implies that gifts may need to be 
reciprocated and if this is the case, how does the organ recipient repay the 
dead donor? Mauss (1990) believed that gifts were never free. He suggested 
that the act of giving is governed by three major concepts: the obligation to 
give, the obligation to receive and the obligation to repay. Blaxter (2010) 
suggests that altruism can be "perceived a gift something of oneself or even a 
duty" (2010:144). Valiant (1977:110) states that “Altruism involves getting 
pleasure from giving to others what you yourself would like to receive”. The
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organ donation provided an element of meaning for families in relation to their 
relative's premature death and they did not want other families to experience 
the loss of a family member that they were experiencing. As discussed in 
Chapter 7, seven donors died as a result of a traumatic death. Exiey et al 
(2002) found that when a relative died a violent death (as in shotgun wounds) 
the family were much more likely to consent to organ donation compared with 
relatives who had died a natural death. Although my findings are not 
conclusive and warrant further exploration in future ED studies, I would argue 
that the traumatic and violent death of each of the seven donors, influenced 
the family to agree to organ donation in the ED. The data also indicate that 
families gain comfort knowing other people's lives can be saved and that their 
relatives ‘lived on’ in others.
10.7 Conclusion
Death is inevitable for all living organisms. Making sense of the sudden and 
unexpected death of a family member is challenging for the ‘newly’ bereaved, 
as is ensuring that the dying person in the busy chaotic medical environment 
has a ‘good death’. The organ donation conversation introduced challenges 
for both the bereaved family in the ED and for the HCP. However, my findings 
demonstrate that for the families in this study the absolute tragedy was in the 
sudden and premature death of their relative, not in the organ donation 
request. None of the 20 participants regretted agreeing to organ donation in 
the ED and none of the families objected to being approached very soon after 
they knew that their relative had died or was dying. It is important to note that 
the death of the embodied individual is a process which occurs at different 
phases and is dependent upon when the family stops thinking of their dead 
relative as the ‘person’ that they were, but rather as a ‘corpse’. This is a 
significant finding in relation to the timing of the initiation of the organ donation 
conversation, in that a consequence of inappropriate timing, which can be too 
soon or too late, left the bereaved family with negative feelings long after the 
donation process.
My findings indicate that the families in this study acted primarily on the 
known or presumed wish of their relative to donate. In particular it provided a
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positive outcome from adversity for the bereaved donor families who were 
gratified to know that their relative's death had some ‘value’ in that the 
subsequent organ donation helped another person through providing a life- 
saving transplant. My findings also indicated that families need to know that 
their dying relatives were still perceived as being valuable even when it was 
deemed that their organs were not suitable for transplantation.
The research has shown that the role of the DTC is different for donation in 
the ED than in the ICU and the implications of this will be discussed in more 
detail in the concluding chapter.
The most significant findings from this study are around timing, showing that it 
does not matter who makes the approach, but when and how it is made that 
are the critically important issues. Therefore, in relation to organ donation 
within the ED, it is essential to consider all three of these aspects together, 
interlinked in order to facilitate the best possible experience for the bereaved 
families, to maximise the chances of donation and a good after effect for the 
family.
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Chapter 11
Conclusions, Key Findings, Recommendations and Reflections
11.0 Introduction
This PhD study has provided an enhanced understanding of the experiences 
of the suddenly bereaved family in the Emergency Department (ED) who were 
approached for organ donation very soon after their relative had been 
admitted to hospital. My key findings from this research demonstrate that 
there are clear differences regarding the pathway to organ donation in the ED 
compared with the Intensive Care Unit (ICU). This final chapter provides a 
summary of those key findings and the recommendations which will be 
presented by the author to the Department of Health and NHS Blood and 
Transplant.
11.1 Review of study aims
The overall aim of this PhD was to obtain the in-depth perspectives of key 
family members, particularly in relation to the timing of the approach to the 
family for organ donation consent, how it was done, by whom and how this 
impacted on the choices made and the on-going experiences of the family. An 
additional aim was to gain an understanding of the trajectory of organ 
donation from consent to removal of organs and how the situational and 
temporal context of the ED influences the trajectory experienced by the 
bereaved families. This study also aimed to establish what the families' key 
motivational factors were in agreeing to organ donation when faced with the 
shocking and unexpected death of their family member.
In order to address my study aims, in-depth qualitative research was 
undertaken with 20 donor families comprising 28 participants (more than one 
family member was involved in some interviews). The face-to-face interviews 
with the bereaved donor families took place across four regions within the UK.
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11.2 Key Findings
The key differences in the organ donation pathway from the ED compared 
with the ICU are mainly attributable to the significantly different situational 
circumstances that the acutely bereaved family experience in the ED in 
relation to the trajectory of time, the family's relationship with HCPs including 
the DTC, and the physical space and resources available in the ED. A close 
analysis of these emergent themes demonstrated how the experiences and 
needs of a potential ED donor family are different from the needs of a donor 
family in the ICU in relation to the roles of the HCPs, and who is best placed 
to make the initial approach for organ donation.
A number of significant themes emerged during analysis of the data, in which 
a common thread was evident throughout. An underlying premise is that 
family members of the sudden dead are bereaved families before they are 
ever potential donor families and must be regarded as such by HCPs. This 
resonates with Sque et al, 2006a, and Sque and Long-Sutehall 2011 who 
stated “bereaved families are first and foremost bereaved families”(2011:85).
The following are the key findings of this study:
• The quantitative phase of this PhD showed that families have 
previously been denied organ donation options because their relative 
died in the ED. My findings indicate that it is appropriate to approach 
the subject of organ donation to the acutely bereaved family in the ED; 
families want the option to be able to say ‘yes' or ‘no'. Denying the 
family the option of organ donation also removes the positive 
unintentional consequence of agreeing to organ donation, which was 
that the families were afforded more time to spend with their relative 
and were able to say goodbye in a calm and private place, away from 
the chaotic ED (apart from the families of Shamus and Henry as 
discussed in Chapter 9). My findings also indicated that families 
acknowledged that the request for organ donation had to be made 
quickly, but they did not want to be informed in the “same breath” as
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being informed that their relative was dying or before they had been 
given the opportunity to see their relative in the ED.
• The timing of the initial approach is crucially important, as when the 
initial approach for organ donation is introduced as this may affect the 
bereaved families' grieving process post-donation. The approach for 
organ donation must only be done when the HCP is confident that the 
family understands that their relative is going to die. The approach 
must not be done too soon or too late. My study shows that when the 
approach was not undertaken in a timely manner or by a HCP who did 
not have the skills and experience in caring for the acutely bereaved, 
this proved problematic for the family. The importance of decoupling 
the bad news and broaching the subject of organ donation resonates 
with previous ICU findings. However, what is significantly different in 
my findings, is who should initiate the donor conversation.
• My findings demonstrate that it does not matter who in terms of which 
HCP initiates the organ donor conversation with the family in the ED, 
as long as the needs of the bereaved family are met. This study has 
found that ED doctors are in a unique position in that the doctor caring 
for the patient (potential donor) and their bereaved family is best placed 
to make the initial donation approach. The ED doctor will have had 
previous contact with the family and will have built up a rapport in the 
short time available.
• In the ED the ‘two tier' approach to the bereaved family for organ 
donation consent proved to be significantly less problematic for the 
families in this study. My findings indicate that the DTC plays a 
significant key role in the donation process in the ED. However in stark 
contrast to the DTC role in ICU, my findings show that the DTC is not 
the best placed person to initiate the donor conversation with the family 
in ED. This finding is contrary to previous literature and recommended 
best practice (NICE, 2011; NHSBT 2012h) which suggests that DTC
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should make the initial approach in collaboration with a doctor 
(Gortmaker et al, 1996; Rodrigue et al, 2006; Brown et al, 2010; 
Hogan, 2010). The DTC plays an essential role, communicating, caring 
and supporting the family, but only in the second stage of the donation 
process in the ED.
How the donor conversation is instigated is critically important and 
should only ever be undertaken by an HCP who has experience in 
caring for suddenly bereaved families and possesses excellent 
communication skills to make the request in a kind, caring and 
compassionate way.
Bereaved potential donor families benefit by being informed in advance 
by the ED staff about when the DTC is going to be introduced to them 
to discuss organ donation. The family needs to know this prior to the 
arrival of the DTC.
If a potential donor is moved out of the ED to another part of the 
hospital to facilitate the organ donor process then the family need to be 
informed in advance and the rationale clearly explained to them. Not 
doing so gives the family false hope as they may think their relative is 
being moved to get further treatment (as in Colin’s case).
Contributing factors that influenced donor families in the ED to agree to 
donation in this study fell into six main types. Altruism, discussed in 
Chapters 3 and 7, was cited in previous work (Vincent and Logan, 
2012; Wilkinson, 2003; Titmuss, 1970) as a key driver why families 
agree to organ, tissue and blood donation. In contrast this was not the 
main driver for the families in my study. Although it was mentioned as 
one of their reasons, for some families, it was clear that those families 
who had been catapulted into a “waking nightmare" in ED were not 
thinking of other families when they agreed to donate; but they were 
thinking primarily of what their relative most likely would have wanted.
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A significant finding from my study was that nearly all families wanted 
to carry out their relative’s known wish or presumed wish. In particular, 
in the ED, organ donation was considered a good thing because it 
brought a positive outcome from adversity for the bereaved donor 
families, who felt that their relatives’ sudden and tragic death and 
subsequent organ donation had helped other people through life- 
saving transplants.
• Families need to know that their relative is being cared for throughout 
the whole donation process. This is particularly important in the cases 
of donation after Circulatory Death (DCD) if the donation does not 
proceed because the patient does not die within the time frame. 
Families will feel that their relative has less value and is no longer 
important if the care and support is removed by the HCPs when the 
patient is no longer a valuable resource as an organ donor.
11.3 Recommendations of the study
The key recommendations from this study are based on my key findings 
discussed above.
1. HCP’s should ensure that all bereaved families have equal 
opportunities to consent to organ donation following the sudden death 
of their relative; dying in the ED should not be an obstacle for families 
to be given the opportunity to donate their relative’s organs.
2. There is a requirement to review and develop best practice guidance 
specific to approaching suddenly bereaved families for organ donation 
in the ED in the UK. It is important that the guidance takes into account 
the temporal and structural situational differences between the ICU and 
the ED. My research suggests that ED Doctors are best placed to 
initiate the donor conversation and there is a necessity for ED doctors 
to be trained to enable them to do so. This study recommends an 
Organ Donation Consent and Communication Training Programme for 
ED Consultants and senior ED Doctors. This will prevent bereaved
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families in the ED from being approached in an untimely, poor and 
insensitive manner.
3. National policy guidelines should be introduced to ensure that suitable 
end-of-life care facilities are available for those patients who have 
consented for DCD organ donation from the ED, but whose donation 
does not proceed because the patient does not die in time. Patients 
should always be transferred to the Care of the Dying Pathway in such 
circumstances and must not be taken back to the ED. Further 
exploratory research is recommended with the aim of informing HCPs 
how to care for dying patients and their families in such a situation.
11.4 Reflections on study methodology
This section will consider the strengths and limitations of my study 
methodology. The fact that this PhD study focused on the ED and not ICU 
was always going to be challenging and, although I anticipated this, I 
underestimated how the required time to complete the study would be 
considerably lengthened due to a number of factors which were outside of my 
control.
A key reason for undertaking this study was to gain a greater understanding 
of the needs of the family in the ED. However, given that organ donation from 
the ED is a relatively new concept, there is limited literature specific to donor 
families and the ED. It was concerning that the knowledge base on this 
subject is sparse, and this in itself provided further inspiration to undertake my 
study.
Undertaking the face-to-face interviews with bereaved families spanned a 
period of over three years. As organ donation from the ED was so unusual at 
this time, only a limited number of donor families fulfilled my selection criteria 
that I was able to invite into the study. In hindsight, I underestimated the 
length of time necessary that had to be spent in identifying potential 
participants, inviting them into the study and undertaking the actual interviews. 
Again, because my study was organ donation from the ED, recruitment of
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participant families took much longer than if I had chosen to recruit ICU organ 
donor families.
In order to achieve the number of families required for the study, I had to 
recruit families from four different Organ Donation Service teams. This in itself 
proved challenging. One particular region was very protective of f/?e/r families, 
resulting in considerable delays because of the gatekeeping I encountered. I 
composed all the initial letters of invitation which the region insisted on 
sending out. However, they did not inform me that they delayed sending out 
the letters for three months because of work commitments.
Despite the limiting factors and challenges encountered during the study none 
of them were insurmountable and in many ways actually encouraged me to 
take this study forward. During the last five-and-a-half years whilst 
undertaking this study, I have had the opportunity to raise awareness of the 
missed potential of organ donors in the ED and the need for collaborative 
working with HCPs to rectify this problem. My journey has not being without 
its challenges but the progress made so far in the UK is encouraging and my 
study findings will continue to contribute to future progress. Table 11.1 shows 
the very substantial increase in the identification and referral of patients for 
organ donation from the ED in the UK over the last year since I undertook the 
audit of deaths in ED 2004-05 (Aubrey et al, 2008).
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Figure 11.1 UK Emergency Department Donor Activity by year: Deceased Soiid 
Organ Donors; 1 January 2002 to 31 December 2011. (Aiien, J. 2012 NHSBT 
Statistics)
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Final word
The sudden and unexpected death of a family member takes a family to an 
unimaginable place of despair and darkness. For families the trajectory from 
the normal day to the organ donation request in the ED is fast, shocking and 
unreal. To speak to a family in such a short time frame about donating their 
not yet dead relative’s organs can be perceived as both insensitive and 
inappropriate.
This study has shown that families want the choice to be able to say yes or no 
to organ donation, and dying in the wrong place, such as in the ED, should 
not prevent such choices. It has demonstrated that families want to be 
approached at a time that is good for them by a caring and sensitive HCP who 
has the expertise and skill to care for the acutely bereaved. ED doctors are in 
a unique position to do this and with the recommended structured support and 
training, are likely to do it well. This study has shown that the DTC is not 
ideally placed to introduce the donation conversation with the potential donor
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family in the ED. However it has shown that the DTC have a critical role taking 
the formal donation consent and supporting the family through the 
organisational aspects of donation and the full trajectory from consent to 
organ removal and beyond. The care and expertise provided by the DTC is an 
essential component in ensuring that the needs of the ED bereaved family are 
met.
The families in this study all had the opportunity to carry out their relative's 
wish to be an organ donor, which in turn saved the lives of many patients 
through transplantation. The findings from this study will contribute to many 
more families being approached for organ donation in the ED and as a 
consequence more organs will be available for transplant purposes.
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Appendix 1 
Summary of Each Interview
Introduction
This section provides a brief summary of each interview, indicating who 
participated and where the interview took place. Pseudonyms have been 
adopted for both the person who died and donated organs and the family 
member(s) who took part in the study. The ‘name’ heading each short 
summary refers to the donor family participant. The donors name is 
highlighted in bold at the start of each section.
Alice
The first interview, which was undertaken during the pilot phase, was with 
Alice, Ann’s Mother. Ann, a female who was in her early twenties, died 
after jumping out of a window onto a concrete floor (suicide). The 
interview took place in the kitchen at Alice’s home. Also present at the 
interview was one of my North Thames DTC colleagues, Marlene. I 
invited Marlene to the interview because of its sensitive nature and to 
ensure that the team understood that the interview had been conducted 
within a safe environment for the family. Marlene was also able to feed 
this back to the rest of the team, which reinforced their support and 
confidence in the research that I was undertaking. Marlene did not take 
part in the interview and was present for observation only.
Betty
Bobby was a young man in his early twenties. Betty was Bobby’s 
girlfriend of nine years and they were about to become engaged. Bobby 
was attacked one night in a train station which left him with severe head 
injuries. My interview with Betty took place in the transplant coordinator’s 
office, at the request of Betty, as she did not want to “trouble me having to 
travel”. I did explain that I wanted the venue to be convenient for her, but 
later realised that she did not want the interview to take place in her 
home, even though it would have been far easier for her practically.
Cathy
Colin was a young man in his mid twenties. Cathy was the fiancée of 
Colin who died from serious head injuries following an attack from a group
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of youths after a night out with his friends. Colin had actually already got 
home that night and would have been safe had he not made the decision 
to go out again, which is when he was assaulted whilst getting into a taxi. 
The interview took place in the home of Cathy, in her kitchen.
David and Diane
Donald was single man in his early fifties who died suddenly following a 
brain haemorrhage. I interviewed his brother David and sister-in-law 
Diane in their family home.
Eva and Ettie
Mrs Evans, a lady in her middle seventies, died suddenly and 
unexpectedly of a spontaneous brain haemorrhage. The interview took 
place in the lounge at the home of Mrs Evans' daughter, Eva. Ettie, Eva’s 
sister, was also present for the interview. Although the Evans family 
consented for organ donation it did not go ahead because Mrs Evans did 
not die in the time frame that would have made her organs suitable for 
transplantation.
Feiicity
Mrs Frank died suddenly and, although she was in her seventies, her 
death was following a brain haemorrhage very much unexpected. I 
interviewed Mrs Frank’s niece. Felicity at her office one day after work.
Harry and Hazel
Henry, a single man in his mid-forties died very suddenly from a brain 
haemorrhage. I interviewed his brother Harry and his sister-in-law Hazel, 
in their home.
Gordon, Gerlinde and Ged
Geri was a female in her twenties who leapt to her death after a long 
illness of depression (suicide). The interview took place at the home of 
Geri’s father, Gordon. Also present at the interview were Ged and 
Gerlinde, Geri’s brother and sister.
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Mrs Johnson and Jo
Jack, a man in his early thirties, died suddenly and unexpectedly from a 
massive brain haemorrhage. I interviewed his girlfriend Jo and his mother 
Mrs Johnson, at Jo’s home.
Ken
Kitty was a young woman in her early twenties who was killed following a 
road traffic accident in which she was hit by a vehicle. I interviewed Kitty’s 
father, Ken, in his own home. Kitty’s mother did not want to be involved in 
the interview.
Lorna
Larry was a man in his mid-fifties who died following suicide, by hanging.
I interviewed Lorna, Larry’s wife, in her own home.
Mr Morgan
Mrs Morgan was a female in her mid-forties who died very suddenly and 
unexpectedly following a brain haemorrhage. I interviewed Mike, her 
husband in his own home.
Norman and Nancy
Nicola, a female in her early fifties, died following a brain haemorrhage. I 
interviewed Nicola’s husband Norman and daughter Nancy at their family 
home. A second daughter did not want to be interviewed although she 
supported her father and sister in taking part in the study
Mr and Mrs Oats
Oscar was a young man in his late twenties who died following an assault 
which left him with catastrophic brain injuries. I interviewed both of 
Oscar’s parents, Mr and Mrs Oats, in their own home.
Mrs Patel
Mr Patel, a man in his mid-forties, had been ill for some time and needed 
regular visits to his local doctor. Despite this, his death was unexpected 
following a brain haemorrhage. I interviewed his wife, Mrs Patel, in her 
own home.
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Ruth
Raymond, a man in his mid-fifties, died following a brain haemorrhage. I 
interviewed Raymond’s wife, Ruth, in her home.
Sharon
Shamus, a man in his early fifties died following a sudden and 
unexpected collapse at home. His wife Sharon invited me to interview her 
in her own home.
Teresa
Terry, a man in his early fifties, who died very suddenly and unexpectedly 
following a brain haemorrhage. I interviewed his wife, Teresa, in the 
transplant coordinator’s office in Paddington at the request of Teresa. 
She did not want the “invasion” of the interview in her own home. Teresa’s 
new boyfriend, Jimmy, accompanied her to the interview for moral support 
but did not take part n the interview.
Vicky
Valeria was a 39 year old female who died suddenly, without warning 
following a brain haemorrhage. I interviewed her mother, Vicky, in her 
home.
Zana
Zak was a young name in his mid twenties, who died following a brain 
haemorrhage. I interviewed Zak s mother, Zana, in her own home.
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Appendix 2 
Organ Donation Donor Pathway
This Appendix section details the organ donation process from the initial 
collapse of a patient and admission to the Emergency Department right 
through to the removal of the organs and the post donor care follow up to 
the family. This typifies a Donor Transplant Coordinators role during the 
referral of a potential organ donor through the whole process. It was 
composed by Alison Galloway Turner Specialist Nurse Organ Donation 
Eastern Organ donation Services Team June 2012 and was presented to me 
at Organ Donation Services Team meeting. (Unpublished)
11:00 A 52 year old gentleman, John, Is admitted to the Emergency Department following 
a collapse and seizures at work. H e was previously fit and væll.
On admission his G C S is 3/15. John is intubated and ventilated to protect his 
airway and taken for a C T scan.
11:30 The scan shows an Intracerebral haemorrhage v4th midline shift.
12:30 John’s family arrive to be v/ith the him, his (partner and teenage son.
13:00 John is taken to the neurosurgical intensive care unit (N CC U) for ICP monitoring 
and medical management. He is fully sedated.
15:00 Once John is settled in to NCCU the consultant speaks with John’s partner and 
explains the gravity of John’s condition. He tells her John will be kept asleep and
15:30 John’s partner and son visit him. John’s son finds it too distressing visiting his fa ­
ther and decides to go home.
10:00 John's ICP are consistently raised (30-40) despite increasing sedation.
12:00 After the ward round a plan is made to keep John sedated and to continue to try 
and manage his ICP despite its still being raised. The in house Specialist Nurse -  
Organ Donation (S N -O D ) is made aware of this patient during vmrd round, as the 
prognosis is currently looking poor
15:00 Later that afternoon John’s ICRs continue to increase. He begins to show signs of 
brain stem herniation. His pupils are fixed and dilated, he becomes suddenly hy­
pertensive and then very hypotensive and his unne output goes up to 400ml/hr.
15:15 John is reviewed by the neurosurgeons and NCCU doctors and a plan is made to 
stop the sedation, replace fluid losses and support blood pressure with inotropes 
with a view to brain stem testing the next day.
15:30 The SN-OD is notified of this change and she checks the Organ Donor Register. 
John is not registered.
15:45 The SN-O D  is asked to be present during the family conversation while this deteri­
oration in John's condition is explained to his partner.
15:45 John’s partner struggles to accept that John may already be dead. The SN OD stays 
with her to answer any questions and reinforce the message from the medical team  
The SNOD explains to her what is involved in the brain stem death tes ts that will be 
done in the morning She asks if she can watch the tests. The SN-OD agrees to sup­
port her while she watches the tests and explain what the doctors are doing. John’s 
partner is also concerned about how best to support her son and whether she should
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09.00 John has remained unchanged overnight. The NCCU continue to support with in­
otropes and fluid replacement. His sedation has been stopped for 18 hours and he 
is still showing signs of brain stem death.
09:30 The SN-OD meets with John's partner again to continue support and informs her that 
the doctors plan to carry out brain stem death tests at 11am following the ward round.
11:00 Following the ward round the Consultant and Registrar carry out the first set of brain 
stem death tests Brain stem death is confirmed
11 30 The Consultant and the SN-OD speak with John's partner and explain the results of the 
brain stem death tests. His partner is offered the opportunity to watch the second set of 
tests, with the SN-OD to support her.
12:00 The second set of tests is earned out while John's partner observes. The SN-OD ex­
plains each test as it is carried out. Tests confirm the diagnosis of brain stem death.
12:30 Following the tests the Consultant and the SN-OD meet with John’s partner again to con­
firm the diagnosis. She now feels that having seen his lack of response to any of the tests 
she has come to accept that he has gone.
13:00 The SN-OD then broaches the subject of organ donation, explaining what is involved in 
the process and offering support and infomiation in the decision making process
14:00 After telephone discussions with family and fnends, John's partner decides that even 
though he actively avoided these types of conversations in life, leaving no indication of 
his wishes, he wouldn’t have wanted anything to go to waste if it could help anyone. 
Therefore she gives consent for organ donation.
14:15 John’s partner wanted to go through the consent process as soon as possible so that 
she could go home to support her son as she felt she had already said her goodbyes to
14:30 John’s partner is given the core minimum information and gives formal consent for all 
suitable organs (heart, lungs, liver, kidneys and pancreas) and tissues (skin, bone, ten­
dons, comeas and heart for heart valves) including full research consent No significant 
past medical history is noted in the patient assessment.
15:30 Blood samples are taken for virology and tissue typing. The SN-OD contacts the virolo­
gist and tissue typist at the respective processing centres to warn them of the imminent 
arrival of the blood samples. She then books transport to collect the blood samples
16:00 The SN-OD contacts the Coroner to ensure there are no objections to donation. After a 
brief discussion with the S-NOD and the Consultant, the Coroner gives his full consent.
16:15 The SN-OD contacts the GP to get a full medical history. No significant past medical 
history is noted
15:30 The SN-OD suggests commencing the Papworth protocol (Pitressin & T3) to maintain 
the stability of the donor. This is prescribed by the doctors and the SN-OD provides a 
management protocol to assist the staff in managing the donor.
16:15 The SN-OD contacts the GP to get a full medical history. No significant past medical 
history is noted.
16:30 The virology and tissue typing samples are collected and dispatched to their pro-
16:45 The SN-OD collects all information for the EOS core donor data form which includes 
A blood group, recent and historic blood results, thorough review of medical notes and 
a complete past medical history, all events during this admission, copies of any scan 
reports, a recent chest xray and ECG, reviewed and reported on by the medical team, 
medical history from the GP and also explores the possibility of an ECHO being done
18:15 The SN-OD enters all this information onto the EOS database, contacts the duty office 
to register the donor and gains an offering sequence to begin offering organs.
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The SN-OD regularly checks on the donor to ensure he is well managed and cardio­
vascular stability is maintained
18:30 The SN-OD begins cardiothoracic offering sequence
The first centre accepts the heart only for their super urgent
The lung offering sequence is begun and two centres decline as no suitable recipients
for size and blood group (AB+ive). The third centre accepts one lung only
No other centres accept the other lung as there are no suitable recipients for one lung
matching size and blood group The SN-OD considers offering to Europe
The SN-OD continues with liver offering sequence and asks duty office to offer kidneys
and pancreas
3 centres decline on size and blood group for super urgents and normal lists 
A fourth centre accepts the liver
20:00 The Virologist calls with the virology results, which are recorded by the SN-OD and 
confirmed with a member of NCCU staff. The entire virology screen is negative
20:45 With most organs allocated the SN-OD contacts the theatre coordinator to ascertain 
theatre availability. There will be a theatre available from 2300, emergency cases al­
lowing.
21:00 The SN-OD contacts duty office to ask them to offer one lung to Europe via Euro trans­
plant.
21:15 The SN-OD contacts the cardiothoracic and abdominal retrieval teams and asks them 
to mobilise to the donor hospital for 2300. The abdominal retrieval team is already re 
tneving at that time so deferred to second and third centres that are also retneving 
Fourth retrieval team is mobilised who will take four hours to arrive.
21:30 John's partner is called to update her on a planned theatre time and explain the rea­
sons for the delay, ensuring that she is happy with this delay.
21:45 John is showing gradual signs of deterioration, with a dropping blood pressure and 
urine output. The SN-OD gives further advice on donor management
22:00 The SN-OD receives phone calls from Spain and Belgium regarding the condition of 
the lung and provides additional information as necessary
23:00 Belgium accepts the lung and arranges transport to collect it. They are unable to send 
their own retrieval team as this will cause further delays, as discussed with SN-OD
23:15 The theatre time is confirmed with the theatre coordinator and retneval teams as 02:00
23:30 The SN-OD goes to theatre to meet the staff and check the theatre is ready for the re­
trieval operation.
24:00 The SN-OD prepares all the paperwork for theatre, photocopying information that
needs to go with the organs and tissues and also faxing consent, patient assessment 
and blood group forms to the duty office. She also documents the medical notes.
02:00 The retrieval teams arrive and begin to set up their equipment in theatre The SN-OD  
hands over to the lead retrieval surgeons, showing evidence of confirmation of brain 
stem death, all medical notes and consent to organ donation
02:30 John is transferred to theatre where the surgeons check his ID bands and begin sur­
gery
03:00 The surgeons go knife to skin. The SN-OD calls the heart, lung and liver recipient cen­
tres to inform them the operation has started, as requested by recipient coordinators.
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04:00 The cardiothoracic surgeons begin dissection of heart and lungs.
05:00 Both teams return to prepare for cross clamp and cold perfusion. The heart, lung and 
liver recipient centres are contacted with time of cross clamp, as requested by recipient 
coordinators.
05:00 During theatre the perfusionists prepare the heart, lung and liver boxes for transfer in­
cluding the correct paperwork and tissue samples. The SN-OD prepares the kidney 
and pancreas boxes and paperwork.
05:30 The pancreas is found to be unsuitable due to an aneurysm. The SN-OD has asked 
the duty office to fast track the pancreas and then offer for islets but it is not suitable
07:00 The organs are retrieved, perfused on the back bench and packed ready for transfer to 
recipient centres
Heart
Lungs
Liver
Kidneys
07:05 The SN-OD phones the duty office with the kidney anatomy she has obtained from the 
surgeon. The duty office calls her back with confirmation of addresses for dispatching
07:10 Following completion of the operation all organs are dispatched with drivers having 
been checked by the SN-OD The SN-OD collects all original copies of the organ spe­
cific forms and ensures the surgeons document the procedure in John’s medical notes.
07:30 The SN-OD contacts tissue services and the eye bank to infomi them of consent and 
hand over the patient. Both teams will attend the mortuary later that day to carry out 
corneal and tissue retrieval.
08:00 Along with theatre staff the SN-OD carnes out last offices as per hospital policy They 
also take hand prints and hair locks to be sent on for John's son, as requested by his
10:00 The SN-OD calls John’s partner to inform her of the outcome of the operation and 
check on her welfare
SN-OD and admin team gather information on the wellbeing of the recipients and the 
SN-OD writes to John’s partner and family to inform them of the positive outcome.
Heart donated to 46 year old male 
Left lung to 62 Male (Europe)/ Right Lung 56 Female 
Liver to 33 male 
Kidney to 51 female 
Kidney to 46 female 
Corneas, skin, bone and tendons retrieved 
Hand prints and hair locks forwarded to the family
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Appendix 3 
Medical Directors Letter Pre Audit
This letter Is a copy of the original template letter that was sent to all 
Medical Directors In each Hospital Trust seeking permission to 
undertake the Audit of Deaths In the Emergency Departments.
Friday, 24 September 2004 
Dear Mr XXX
Re: Retrospective Audit of deaths In the Accident and Emergency Department
Further to our telephone call yesterday I would like to clarify the purpose of our 
proposed audit. You may be aware that following a review of UK transplant, the 
special Health Authority was given additional responsibility to increase donation 
rates. A number of strategies have been implemented which include the expansion 
of controlled non heart beating donation and living donor programmes, as well as the 
development of transplant coordinator services. One important initiative has been 
the implementation of a national death audit of intensive care units which 
commenced in August 2002. The local donor data has highlighted a high rate of 
relative refusals with a 50% refusal rate across the region.
The potential donor audit has provided the team with invaluable information. Indeed 
our team objectives have been shaped by the audit findings to direct our resources to 
researching and targeting strategies aimed at reducing the high rate of relative 
refusals and ensuring a greater number of referrals proceed to donation. Whilst 
continuing with the ICU death audit we would like to introduce a pilot audit to the 
Accident and Emergency units in the North Thames Region. We envisage that the 
audit will provide up to date information on the potential donor pool in the A and E 
department. Evidently, knowing the potential pool is essential in terms of the service 
that we provide to the A and E departments. The data will also help to clarify / or 
dispel the myth that there is a potential source of solid organ donors within the A and 
E department.
We propose that in order to make the information meaningful we take the lead in 
implementing and collating data. From a practical basis this will involve us attending 
the A and E department and undertaking a retrospective audit of all deaths within the 
last six or twelve months. For your information and comments I have attached a ‘pilot 
audit form.’
I look forward to meeting you and your colleagues on Friday 8th October at 2pm 
which will allow us the opportunity to discuss this in more detail.
With kind regards 
Paula Aubrey
Regional Donor Transplant Coordinator
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Appendix 4 
Audit Form for ED Deaths
Below is a copy of orginal ED audit tooi template used to collect ED deaths data.
North Thames Regional Donor Transplant Coordinators 
Accident and Emergency Potential Donor Audit Form
• Hospital name ........
PATIENT INFORMATION
• Date/Time of admission......................................................................
• Patient sex Male Female
• Patient age ........
• Reason for admission ........
Including brief history ....................................................................
current illness ....................................................................
• Cause of death ........
• Date and time of death ......................................................................
• Type of admission, (self, ambulance, HEMS)
BRAIN STEM DEATH QUESTIONS
• Was patient intubated / ventilated? YES NO
• Was brain stem death a likely diagnosis? YES NO
• Were brain stem tests performed YES NO
If  yes
• Was brain stem death confirmed YES NO
• Were there any major medical contraindications to heart beating solid organ
donation? If YES, what were they
•  Known or suspected CJD YES NO
• Known HIV YES NO
• Other general medical conditions YES NO
CONTROLLED NON HEART BEATING QUESTIONS
• Was active treatment withdrawn? YES NO
• Was the patient a potential
controlled non heart beating donor? YES NO
if NO why
Outside criteria YES NO
Known or suspected CJD YES NO
Known HiV positive YES NO
• Did organ donation occur YES NO
• Did tissue donation occur YES NO
• Was patient on Organ Donor Register
Or carried a donor card YES NO
FAMILY ISSUES
• Was patients next of kin present on admission YES NO
• Was patient’s family present at time of death YES NO
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Appendix 5 
Letter to Medical Directors Post Audit
A copy of the original template sent to all Medical Directors once the 
audit of deaths in ED was completed.
December 2005 
Dear XXX
Re Retrospective audit of deaths in A/E; Organ Donation
Recently within the North Thames area ten hospitals kindly agreed to take part in a 
retrospective audit of deaths in the A/E department to determine the potential for 
heart beating and controlled non heart beating cadaveric organ donation. The audit 
identified a small but significant number of potential organ donors in each unit and a 
high potential for corneal donation. It is due to the findings that we would like to offer 
each department an education programme for all A/E medical and nursing staff with 
the aim to increase organ donor referrals from the A/E Department. Last year we 
presented lectures to the Northwest / North East SpR training days and would like to 
continue with them.
We would appreciate your views on our proposal to develop an organ donor 
education programme in your department. If there are no objections I would like to 
come and meet with the senior nursing staff and those individuals responsible for 
coordinating the education for medical and nursing staff.
For your information we have attached a list of the individual hospitals involved in the 
study. I look forward to hearing from you.
With kind regards
Paula Aubrey
For North Thames Organ Donor Transplant Coordinators
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Appendix 6
A copy of the original template formal letter of Invitation to 
participate in the study.
Formal Letter of Invitation to Participate in the Study
Dear (donor family name)
Exploration of Social and Organisational Factors Influencing Organ Donation 
From Accident and Emergency Departments: The Perspectives of Bereaved 
Families
Following on from my telephone call to you I would like to formally invite you take part 
in the above study.
For your information I have enclosed a copy the
• Participants’ information form
• Consent form
Please do read these before making your decision.
If you are interested I would like you to sign the attached slip and send it back to me 
in the stamped addressed envelope.
If I do not receive your letter back after one week from the date you receive the letter, 
I will not make any further contact with you regarding this research.
If I do receive a reply slip saying you would like to participate in the study I will call 
you to arrange a time and date to meet with you.
I would like to say thank you for considering taking part in this study, which is purely 
voluntary.
With kind regards
Paula Aubrey
Regional Donor Transplant Coordinator/ PhD Student University of Surrey
REPLY SLIP
I am interested in taking part in your study. Please contact me on
I am not interested in taking part in your study. Please do not contact me regarding 
this again.
Name.................................... Signature....................................................
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Appendix 7
Participant Information Sheet for Donor families 
Copy of original template
Title of study
Exploration Of Social And Organisational Factors Influencing Organ Donation 
From Accident And Emergency Departments. The Perspectives Of Bereaved 
Families
Dear (donor family name)
You are being invited to take part in a research study. Before you decide, it is 
important for you to understand why the research is being done and what it will it 
involve. Please take time to read the following information carefully and discuss it 
with others if you wish. Ask me if there is anything that is not clear or if you would like 
more information. Do take time to decide whether or not you wish to take part.
What is the purpose of the study ?
The main purpose of the study is to try and understand the process of organ donation 
from the Accident and Emergency department (A&E, sometimes referred to as the 
Casualty Department). The study aims to identify the main reasons why bereaved 
families whose relative has very sadly died in the accident and emergency 
department, are not always asked about organ donation by the Doctors and Nurses.
In the UK many people carry donor cards or have registered their wishes on the 
National Organ Donor Register to become donors after they die. When people die in 
the accident and emergency department, sadly, very few, have their wishes 
respected, compared to those people who die in the intensive care unit.
It is very important that we have a much greater understanding about organ donation 
from the accident and emrgency department to ensure that the wishes of those 
people who want to donate their organs after their death are carried out. In the U.K. 
we have thousands of people waiting for organ transplants; this study will help to 
ensure that as many organs as possible that can be donated to benefit other patients 
will be.
There are two important groups who will be invited into this study; they are
1.The bereaved families (next of kin) whose relative very sadly died in the A&E 
department and donated organs.
2.The Doctors and Nurses who look after the person who has died in the A&E 
department and their bereaved family.
This study is being conducted on behalf of the North Thames Donor Transplant 
Coordinators and also forms part of a PhD study (a Doctorate in Sociology) at the 
University of Surrey, Guildford.
Why Have I been choosen ?
You have been choosen because when your relative died and donated organs for the 
purpose of transplantation the intial approach / discussion regarding organ donation 
was made from the accident and emergency department. Your experiences and 
perspectives will be invaluable in ensuring that future potential donor families’ needs 
are met.
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The next of kin from twenty bereaved donor families will be invited to take part in this 
study.
Twenty health care professionals will also be invited to take part in the study.
Do I have to take part ?
No you do not have to take part. It is up to you to decide whether or not to take part. 
If you do decide to take part you will be given this information sheet to keep and be 
asked to sign a consent form. Your participation is voluntary and you are free to 
withdraw at any time and without giving reason. A decision to withdraw at any time or 
a decision not to take part will not affect your relationship and care you receive from 
the North Thames Transplant Coordinators.
What will happen to me if I take part?
I would first ascertain if you understand the information I have given and ask you to 
sign a consent form stating your willingness to take part and for the interview to be 
recorded on a tape. Taking part in this study will involve a face to face interview with 
me. The interview will be recorded and will last for about one hour.
Where will the interview take place?
The interview will take place at a time and suitable location which is convenient to 
you. This may be at my office, the hospital or in your own home.
What kind of questions will you be asking me?
It is anticipated that the interview will be unstructured. I really want you to tell your 
‘story’ in a way that you feel comfortable with. I anticipate you may be a nervous 
particularly as the interview will be recorded. I would like to reassure you that the 
interview will be informal.
What will happen if I become upset during the interview?
If you do become distressed at any time during the interview, the interview will be 
stopped and I will ask you if you would like to pause for a rest or continue with the 
interview at another time. Remember you can withdraw from the study without 
reason at any time.
I am not a trained counsellor, however I do have many years’ experience of working 
with bereaved families. If I feel that bereavement support might help you, I may 
recommend that you see your GP to ask for a referral to a counselling service. I will 
also be able to provide you with information on bereavement support groups.
What are the benefits to me taking part?
The aims of this study are not for your direct benefit, I hope the information I get from 
this study may help future A&E donors’ and their families and also potential 
transplant patients.
Will my taking part in this study be kept confidential?
All information which is collected about you and your relative (who donated organs) 
during the course of the study will be kept strictly confidential. Any information about 
you or your relative will not have your name and address on it and you will not be 
identifiable.
The tapes of the interview will be transcribed and seen by me only (as the 
researcher). My Academic Supervisor, Professor Sara Arber, will see some 
transcripts of the tape, but not the actual tape. The tapes will be kept in a secure 
place for five years. After five years they will be destroyed. I may ask your permission 
if I can directly quote you in my final analysis. Again you will not be identified if this 
happens.
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What will happen to the results of this study?
The findings of this study will be sent to policy makers for organ and tissue donation, 
such as UK Transplant and The North Thames Transplant Coordinators. The results 
will suggest guidelines for the education and development of health care 
professionals to provide adequate support to bereaved families whose relatives die in 
the A&E department.
These guidelines will also be disseminated through various conference presentations 
and academic journals. You will not be identified in any report or publication. I can 
send you a summary of the final outcome of you so wish. I will also inform you of any 
publications.
Have you received ethical approval for this study?
Yes. The research Ethics Committee, St Mary’s who reviewed the study gave the 
study favourable opinion on July 2007
Will I be able to contact anyone who will be able to give independent advice 
regarding this study?
Yes. I have identified two separate individuals.
1. Mr John Richardson Regional Manager for North Thames Transplant 
Coordinators and your key transplant coordinator. Mr Richardson is my direct line 
manager and his main concern is the welfare of donor families. Email 
john.richardson@nhsbt.nhs.uk
2. Dr John Evans Founder and Chair of the British Organ Donor Society. BODY 
is a charitable organisation and support network for donor families. (Dr Evans is a 
donor family himself) body@argonet.co.uk
I am sorry if I have caused intrusion by inviting you into this study. My 
intention was not to cause you any undue distress by doing so. I would like to 
take this opportunity to say thank you for considering taking part in this study. 
If you have any further questions please do not hesitate to contact me.
Paula Aubrey Office 0207 7252774 mobile 07817 577593 
email paula.aubrey@chelwest.nhs.uk P.Aubrey@surrey.ac.uk
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Appendix 8 
Consent Form for Donor Family
Copy of original template consent form used in the study in which 
participant family members were asked to sign before the taped face-to- 
face interview took place.
Title of Project
Exploration of Social and Organisational Factors Influencing Organ Donation 
From Accident and Emergency Departments: The Perspectives of Bereaved 
Families and Health Care Professionals.
Name of researcher Paula Aubrey
Please initial box
1. I confirm that I have read and understood the information sheet 
date........................
Version 1 for the above study. I have had the opportunity to consider the 
information, ask questions and have had these answered satisfactorily.
2. I understand that my participation is voluntary and that I am free to
withdraw at any time, without giving reason, without my relationship with North 
Thames Transplant Coordinators or my legal rights being affected.
3. I understand that relevant sections of my relatives’ donor file and data
collected during the study may be looked at by responsible individuals from 
the Sociology Department at the University of Surrey, from regulatory 
authorities or from the NHS Trust.
4. I understand that my key transplant coordinator, is aware that I am
participating in this study.
5. I agree to take part in the above study and I agree to the interview
being taped.
Name of donor family member Date Signature
Researcher
When completed, 1 for donor family member; one for researcher site file; 1 (original) 
to be kept in patient donor file
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Appendix 9 
Interview Guide for Donor families 
Copy of original template
1. Tell me in your own words what happened on the day your relative died?
2. When did you first realize that your relative was going to die?
3. When did the subject of organ donation first arise and by whom?
4. Who made the formal approach?
5. Do you recall the timing of the person who approached you ?
6. How did you feel?
7. Can you recall what you understood about your relative’s death at the time?
7. How did you feel about this?
8. Did you understand what was being asked of you?
9. Why did you say ‘yes’ to organ donation?
10. How would you like your relative to be remembered?
11. Do you regret saying ‘yes’ to donation?
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Appendix 10 
Thank You Letter to Donor Family Post Interview
Copy of original thank you letter sent to all participants family members
post interview
September 09
Dear (donor family name)
Exploration of Social and Organisational Factors Influencing Organ Donation 
From Accident and Emergency Departments: The Perspectives of Bereaved 
Families and Health Care Professionals.
I would like to say thank you for taking part in the study. I realise the taped interview 
raised some delicate and emotional issues for you. I do hope this has not caused you 
any undue distress.
It is sometimes practice to send out short questionnaires to try to capture your 
feelings on how the interview went. I have not done this today as I realised I did not 
forewarn you. However, if you do have anything you would like to say, please call or 
email me.
Once again, thank you for sharing your experience with us when ??? very sadly died 
and went on to donate her organs to benefit other patients.
If you have any questions please do not hesitate to contact me.
With my very best wishes
Paula Aubrey
Regional Donor Transplant Coordinator/ PhD Student University of Surrey
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Appendix 11 
NRES Approval Letter
Copy of the original NRES approval letter
St Mary's REC
2nd Floor A Block 
50 Eastbourne Terrace 
London W2 6LG 
Telephone: 020 7725 3409 
Facsimile: 020 7725 5317 
30 July 2007
Email: rbh.rec@nationalres.org.uk
Mrs Paula Aubrey
Regional Donor Transplant Coordinator 
North Thames Regional Donor Transplant Coordinators 
40 Eastbourne Terrace 
Paddington, London, W26LX
Dear Mrs Aubrey
Full title of study: Exploration of social and organisational factors
influencing organ donation decisions from the Accident 
and Emergency departments in North Thames: The 
perspectives of bereaved families and health care 
professionals.
REC reference number: 07/Q0403/59
Thank you for your letter of 18 July 2007, responding to the Committee’s request for 
further information on the above research and submitting revised documentation]
The further information was considered at the meeting of the Sub-Committee of the 
REC held on 27 July 2007. A list of the members who were present at the meeting is 
attached.
Confirmation of ethical opinion
Cn behalf of the Committee, I am pleased to confirm a favourable ethical opinion for 
the above research on the basis described in the application form, protocol and 
supporting documentation as revised.
Ethical review of research sites
The Committee has designated this study as exempt from site-specific assessment 
(SSA. There is no requirement for [other] Local Research Ethics Committees to be 
informed or for site-specific assessment to be carried out at each site.
Conditions of approval
The favourable opinion is given provided that you comply with the conditions 
set out in the attached document. You are advised to study the conditions 
carefully.
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R&D approval
All researchers and research collaborators who will be participating in the research at 
NHS sites should apply for R&D approval from the relevant care organisation, if they 
have not yet done so. R&D approval is required, whether or riot the study is exempt 
from SSA. You should advise researchers and local collaborators accordingly. 
Guidance on applying for R&D approval is available from 
http ://www. rdforum.nhs.u k/rdfo rm.htm.
Statement of compliance
The Committee is constituted in accordance with the Governance Arrangements for 
Research Ethics Committees (July 2001) and complies fully with the Standard 
Operating Procedures for Research Ethics Committees in the UK.
Feedback on the application process
Now that you have completed the application process you are invited to give your 
view of the service you received from the National Research Ethics Service. If you 
wish to make your views known please use the feedback form available on the NRES 
website at:
https://www.nresform.org.uk/AppForm/Modules/Feedback/EthicalReview.aspx
We value your views and comments and will use them to inform the 
operational process and further improve our service.
07/Q0403/59 Please quote this number on all correspondence
With the Committee’s best wishes for the success of this project 
Yours sincerely
Barrie Newton 
Chairman
Enclosures: Standard approval conditions SL-AC2 for other studies
Copy to: Professor Sara Arber, The University of Surrey, Guildford
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Appendix 12 
Ethical Approval from University of Surrey
Copy of original Ethical Approval letter 
from
The University of Surrey
UNIVERSITY OF
W  SURREY
Ethics Committee 
Dear Paula Mary Aubrey
Exploration of Social and Organisational Factors Influencing Organ Donation 
From Accident and Emerqencv Departments: The Perspectives of Bereaved 
Families and Health Care Professionals.
EC/2007/79/FAHS Fast-Track
On behalf of the Ethics Committee, I am pleased to confirm a favourable ethical 
opinion for the above research on the basis described in the submitted protocol and 
supporting documentation.
Date of confirmation of ethical opinion: 21 September 2007.
The list of documents reviewed and approved by the Committee under its Fast Track 
procedure is as follows:-
Document
Summary of the project 
Detailed protocol for the project 
Evidence of agreement of other collaborators 
Information sheet for participants 
Consent form
Copies of standard letters related to the project 
Evidence of insurance cover/indemnity, particularly for  drug trials 
Information concerning any other Ethical Committee to which an application for approval 
is being made
This opinion is given on the understanding that you will comply with the University's 
Ethical Guidelines for Teaching and Research. The Committee should be notified of 
any amendments to the protocol, any adverse reactions suffered by research 
participants, and if the study is terminated earlier than expected with reasons. You 
are asked to note that a further submission to the Ethics Committee will be required 
in the event that the study is not completed within five years of the above date.
Please inform me when the research has been completed.
Yours sincerely
Aimee Cox
Secretary’ University Ethics Committee 
Registry
cc; Professor T Desombre, Chairman, Ethics Committee
Date
21 Sep 07
21 Sep 07
21 Sep 07
21 Sep 07
21 Sep 07
21 Sep 07
21 Sep 07
21 Sep 07
